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Introduction

In September 1996 the Agency for Hedth Care Policy and Research (AHCPR) produced
a compendium covering hedth informaticsrelated initigtives in the federal government:
“Hedthcare Informatics Standards Activities of Selected Federal Agencies” That
document contained contributions from a wide range of federd agencies and offices.

Since the publication of that document, AHCPR daff have been in periodic contact with
the designated contacts of the contributor agencies. During 1997 and 1998 the agency
contacts were requested, on an as needed bass, to update their contributions to the
compendium. In addition, the contributors were requested to provide information on any
agency inititives rdaed to the implementation of the Hedth Insurance Portability and
Accountability Act (HIPAA) of 1996. These periodic contacts resulted in the production
of severd draft revisons of the compendium over the course of 1997-1999.

During this same timeframe AHCPR daff continued to make efforts to establish contact
points at agencies that had not contributed to the 1996 document. These contacts resulted
in the submisson of compendium contributions from several agencies that did not have
contributions in the 1996 document. These agencies included the Consumer Product
Safety Commission, the Bureau of Labor Statistics, and the Department of Energy.
Contributions from these agencies were included in the 1997 and 1998 draft documents.

AHCPR plans to publish the second edition of the federd activities compendium in June
1999. In the fdl of 1998 dl of the compendium contributors were contacted and asked to
rewrite and update their contributions. At the same time these contacts were being made
AHCPR invited the agency contacts to a contributors meeting. That meeting was hdd at
the Hyatt Regency Hotd in Bethesda, Maryland, on January 12, 1999.

This meeting had severa objectives. One was to alow the agency representatives to
obtain a more detailed understanding of current standards activities than they could
obtain from the overviews provided in the compendium. Second, the meeting provided
the representatives with an opportunity to identify the key near-term informatics
challenges that need to be addressed by federd agencies.

The remaining sections of this report briefly describe the mesting's discussons and list
the near-term chdlenges identified by the meeting participants.



Meeting Summary

The January 12 meeting opened with three presentations providing overviews of the
current status of data dandards development, both nationaly and internationdly. The
first presentation was by J. Michad Fitzmaurice, Ph.D. of AHCPR. Dr. Fitzmaurice is
the Senior Science Advisor for Information Technology within the immediate office of
the AHCPR Adminidrator.

In his opening remarks Dr. Fitzmaurice discussed the context for federal hedthcare data
sandards development. He noted that in this area Federd agencies operate under severa
mandates including an OMB directive dipulating that Federd agencies are to use private
sector standards where feasible. In addition, Vice-Presdent Gore has directed Secretary
Shdaa to improve Federa agency coordinaion for hedth data standards. Federa
agencies working with hedthcare data must dso be eventudly meet the requirements of
the White House Nationd Information Infragtructure Initigtive as wel as meet the
implementation requirements of HIPAA. Dr. Ftzmaurice noted that in 1998
condderable progress had been made in establishing HIPAA sandards. Four notices of
proposed rule making (NPRMS) were published in 1998 including those for Claims and
Codes, a Nationa Provider Identifier (10), an Employer 1D, and a Security standard. A
gstandard for the Hedlth Plan ID is to be published in 1999.

Dr. Fitzmaurice s remarks were followed with a presentation by Peter Waegemann,
Executive Director of the Medica Records Inditute. Mr. Waegemann dso serves as the
Chair of the ANS Headlthcare Informatics Standards Board (HISB) and as Chair of the
US Technicd Advisory Group to the I1ISO TC 215 on Hedth Informatics. Mr.
Waegemann's presentation provided an historicd overview of the development of
hedthcare data dandards as well as a ddineation of the mgor chalenges currently faced
by hedthcare information professonas. Mr. Waegemann pointed out that there had been
three distinct phases in the development of hedthcare data standards. There was a pre-
1988 generation of standards developed in response to the large-scde introduction of
electronic record keeping systems. A second phase (1988-1 998) of standards
development reacted to the widespread use of personal computers in maintaining records.
A third phase, just now beginning, will have to develop standards that that can meet the
requirements of a web-based hedthcare communication system.

Mr. Waegemann identified 7 mgor trends in the latest phase of hedthcare standards
development, these beng:

A Need for and a Move Toward Interoperability

A Need for Improving Clinica Specificity

A Need for Defining Report Cards

A Need for Ensuring Privecy, Confidentidity, and Data Security

A Need for Enhancing Organizationd Productivity, i.e. Decison Support Systems
Making Initid Attempts a Accreditation

Deveopment of Documentation Standards



In addition to the technicd complexity posed by these challenges, Mr. Waegemann dso
discussed the organizational and jurisdictiond complexity of the standards development
process. Internationdly, at leest 30 countries currently are engaged in standards
development activities. Within the US dandards development activities are fragmented
among a large number of organizations and work groups, the most important being those
currently being coordinated under the umbrella of the ANSI HISB committee. These
organizations include the American Dentd Association, the ASTM E3 1 subcommittees
on Hedthcare Informatics, the Hedth Industry Busness Communication Council, Hedth
Levd 7, the Inditute of Electricd and Electronic Engineers, the Nationa Council for
Prescription Drug Programs, and the Accredited Standards Committee on Insurance
Interchange Standards (X 12N).

Mr. Waegemann concluded his remarks with a recommendation that federal agency
representatives become much more active in ongoing standards development activities.
He actively encouraged federal agency representation a the ANSI HISB and associated
TAG mesetings to be held in Washington DC from March 17 through March 19, 1999,

Mr. Waegemann's remarks were followed with a presentation by Claudia Tesser. Ms.
Tesser is Executive Director of the American Association for Medicd Transcription. In
addition, Ms. Tessier serves as the Chair of the ASTM #3 1 Committee on Hedthcare
Informatics. Ms. Tesser’s remarks focused on the use of one specific function, medica
transcription, that could benefit from the development of data standards.

Ms. Tesser pointed out that transcription services currently cost federd agencies at least
$3 billion annualy. However, there exists no quaity standard for transcription, and
transcription professionas can employ a wide variety of formats. This lack of
dandardization dmogt certainly will be a mgor impediment to the maintenance of
electronic hedthcare data systems.

Ms. Tessier proposed that federa agencies support the establishment of standards for
medica transcription. Such standards would cover prectice and style, formats, qudity of
transcription, and the types of acceptable data capture techniques such as speech
recognition. Development and implementation of such standards would greetly improve
the uniformity and ease of transmisson of hedthcare data In dl likelihood, such
gandards would aso produce measurable improvements in patient care.

Ms. Tesser sressed that this was an area where federd agencies could be the “driving”
force in standards development. Adoption of a single set of transcription standards by
federd agencies would dmost inevitably lead to the adoption of the same or smilar
sandards by the private sector. Substantia cost savings and improved patient care would
be the likdy result of the implementation of such standards.



These opening talks were followed by a series of 5- 10 minute presentations by
representatives of contributing agencies sending spokespersons to the meeting. Those
agencies making presentations a the meeting included:

® The Agency for Health Care Policy and Research, Presenter Dr. Michael
Fitzmaurice. In his remarks Dr. Fitzmaurice presented a brief overview of
the data collection activities of AHCPR, including the Medica Expenditure
Pand Survey and the HIV Cogt and Service Utilization Survey. Further, Dr.
Fitzmaurice described AHCPR's support of ANSI’s Hedthcare Informatics
Standard Board and of the U.S. Technical Advisory Group to IS0 Technica
Committee 215, Hedth Informatics, to improve coordination and cooperation
on hedth data sandards development nationdly and internationaly. Dr.
Fitzmaurice dso discussed AHCPR's ongoing respongbility to develop data
sandards that meet the requirements stipulated in HIPAA and his role as ¢o-
lead staff to the Computer-based Patient Record Work Group of the National
Committee on Vitd and Hedth Statisics. This working group has the
respongbility to draft a Congressondly mandated report on standards for
patient record information and its eectronic exchange.

B Centersfor Disease Control and Prevention & Agency for Toxic
Substance and Disease Registry, Presenter Dr. Ronald Fichtner. Dr.
Fichtner explained CDC’s grong interest in promoting data standards in order
to enhance its survelllance and prevention programs. Recent CDC initiatives
include development of the Nationa Immunization Program (NIP) which
includes standard query, response, and update messages for immunization
records. In addition, the National Center for Chronic Disease Prevention and
Hedth Promation is atempting to devdop a Smilar mechanism for cancer
registries. Related to this initiative, in August 1998 a meeting was. held with
CDC, the North American Association of Cancer Regidtries, and HL7
representatives, to explore the posshility of a standardized eectronic
exchange protocol,

B The Centersfor Disease Control & Prevention, National Center for
Health Statistics, Presenter Marjorie Greenberg. Ms. Greenberg provided
an overview of NCHS' role as the World Hedth Organization (WHO)
Collaborating Center for the Classfication of Diseases for North America In
addition, Ms. Greenberg discussed the November 1998 HIPAA-related
workshop sponsored by NCHS. This workshop was entitled “Implications of
HIPAA’s Adminigrative Smplification Provisons for Public Hedth and
Hedth Services Research.” This workshop resulted in a Workgroup for
representing hedlth and hedlth services research data needs in the standards
development process.

B The Food and Drug Administration, Presenter Dr. Charles Fur-fine. Dr.
Furfine's remarks concentrated on FDA'’s interest and support for



internationd standards. These efforts include the FDA-developed Coding
Symbols for a Thesaurus of Adverse Reaction Terms (COSTART). In
addition, the FDA is active on the International Conference on Harmonization
of Technicd Reguirements for Regidration of Pharmaceuticas for Human
Use (ICH), and the Globa Harmonization Task Force for medical devices.

The Health Care Financing Administration, Presenter Mr. Bob Mayes.
Mr. Mayes provided an overview of HCFA’s need to obtain consstent data on
such key issues as measures of beneficiary satisfaction, cogt, and types of
interventions. In addition, Mr. Mayes stressed the need for federa agencies to
become more actively involved in the standards development process, both in
the US and internaionaly.

The National Institutes of Health, National Library of Medicine,
Presenter Ms. Betsy Humphreys. Ms. Humphreys presented a synopsis of
the mogt recent NLM efforts in standards development. Current activities in
this area include having Ms. Humphreys serve as co-char of the Codes and
Classfications Implementation Team for HIPAA Adminidrative
Smplification.

The Department of Defense, Presenter Mr. Marco Johnson. Mr. Johnson
provided an overview of the current DOD Data Standards Strategic Plan. This
initiative will employ a “top-down” misson/gods approach to be based on
preexising customer-driven systems. A key aspect of the effort will be a
community-wide Data Qudity Action Team tha will address dl aspects of the
data qudity issue

The Bureau of Labor Statistics, Presenter Mr. Guy Toscano. Mr. Toscano
provided an overview of the two hedthcare data sets maintained by BLS, the
Survey of Occupationa Injuries and Ilinesses, and the Census of Fata
Occupationd Injuries. In addition, Mr. Toscano sressed BLS ongoing need
for sandardized data that specifies the source and context of injuries and
illnesses.

The Department of State, Presenter Ms. Jennifer Grise. Ms. Grise
explained DoS’ need to maintain medica records on Foreign Service
employees and dependents serving in over 250 locations worldwide. Ms.
Grise dso provided a decription of the development two DoS database
management systems, the Worldwide Hedth Resources Risks and
Recommendations System, and the DoS Electronic Medicd Record System.

The National Highway Traffic Safety Administration, Presenter Mr.
Garry Criddle. Mr. Criddle pointed out that while NHTSA does not have
any regulatory authority, it does promote standards through its development of
twelve Nationd Standard Curricula for emergency medicd services and
emergency medica technicians. In addition, Mr. Criddle stressed NHTSA’s



need for standardized medica data to accurately assess the impact of safety
programs and devices.

m The Department of Veterans Affairs, Presenter Mr. Greg Seppala. In his
presentation Mr. Seppala stressed VA's proactive role in promoting standards
development throughout the VHA medicd system. In addition, Mr. Seppda
mentioned that VHA is providing funds to support an HL7 Government
Projects Specia Interest Group to expedite processing of proposals that
benefit the Government Computer-based Patient Record (GCPR) initiative.

m The Consumer Product Safety Commission, Presenter Ms. Robin Lingle.
Ms. Lingle provided brief overviews of the hedthcare rdlated data sets
maintained by the CPSC. These include the Nationd Injury Surveillance
System, the CPSC Desath Certificate Project, and the Injury and Potentia
Injury Incident data set. In addition, Ms. Lingle stressed the need of CPSC for
medica data that reported the proximate cause and context of accidents and
injuries.

B The Social Security Administration, Presenters Mr. Derek Wang and Ms.
Debbie Somers. The SSA presenters provided overviews of the agency’'s
collaborative efforts including its ongoing partnership with the VA. This
project is an effort to establish a policy and framework that will dlow State
disability examiners online access to the automated patient records maintained
by VA medicd examiners. In addition, the presenters stressed the agency’s
ongoing interest in ensuring full implementation of hedthcare data standards.

m  The Office of Personne Management, Presenter Mr. Leroy Strickland.
Mr. Strickland pointed out that OPM has a mgor interest in hedthcare data
dandards snce OPM adminigers the Federd Employees Hedth Benefits
Program (FEHBO). This program covers gpproximately 9 million Federd
employees, retirees, and family members. In addition, OPM is routindy
asked to supply government-wide data on the incidence of specific hedth
problems and interventions.

Near-Term Challenges

After the concluson of the agency presentations there was a group discussion in which
the participants identified a number of near-term chalenges. These chdlenges are dl
data standards issues or concerns that will have to be addressed by federd managers.
Presented below is a list of the chdlenges identified by the meeting participants. The
chdlenges are liged below in the order mentioned by participants in the group
discusson.  The order of the list does not imply any prioritization on the part of the

participants.



The chalenges identified by the participants induded:

The Cost of (Agency) Participation in Standards Activities. The Business
Case for a More Active Federal Role - This issue reflected a concern that
agencies were not devoting enough staff time and budget support (eg., travel
expenses to mgor meetings) to this issue. Some participants believed that
federa managers should make a strong case that their agencies needed to be
represented in ongoing standards developments activities.

Determining How Agencies will Chart Ther Own Course for
Egtablishing Standards — A number of participants pointed out that there
were not clear procedures within departments or agencies as to how standards
would be developed. This procedura issue needs to be addressed by federd
managers.

Determining How Agencies can Meet the Needs of Providers - Some
participants saw a federd role in supporting the development of standards that
met the requirements of hedthcare providers, both for public and private
sector programs,

Projecting and Preparing for HIPAA Impacts - The participants agreed
that most federal agencies would not have a proactive role in developing the
public sector response to HIPAA’s requirements. However, there was
agreement that each agency would have to anticipate HIPAA's impact on the
public and private sector organizations with which they interact, and on their
own hedth programs.

Enhancing Agency to Agency Coordination ~ Participants agreed that the
number of inter-agency initiatives (eg., SSA and VA) needed to beexpanded,
and that there was a need for enhanced interagency communication.

Increasing the Leve of Priority Given to Standards Activities at the
Agency Level - The participants agreed that that senior agency managers
need to be derted to the probable impact of standards development and
implementation.

Determining if There Should be Separate or Combined Federal
Standards - There was agreement that there needed to be some sort of
determination if a “one sze fits dl” could be developed for federd agencies
or if there needed to be standards developed for specific agency missions and
functions.

Addressing the Lack of Focus of Standards Activities across Enterprises -
The participants agreed that there needed to be inter-agency initiatives that
identified standards requirements and implementation issues across enterprise
boundaries, eg., Socid Security and Medicare.



Development of a Comprehensive List of Current Federal Initiatives
Related to Standards Development — There was generd agreement that
there needed to be a communication resource that would alow federa
managers to identify al dtandards-related initiatives and work groups.

Determining if Existing Groups (e.g., ANSI-HISB) can Facilitate the
Federal Standards Development Process - Participants expressed concern
regarding the ability of exising standards-development bodies to successfully
address the concerns of federd agencies.

Development of Strategies for Implementation, Particularly with Respect
to HIPAA - Paticipants saw a need for a federd initiative(s) that will address
obgtacles to implementation of standards and can monitor compliance.

Ensuring the Application of Appropriate Technology for Standards
Implementation - Participants agreed that successful implementation of
standards would be heavily dependent on the compatibility of the standards
with emerging database and dectronic communication technologies.

Relating Federal Activities to the International Standards Development
Process - The participants agreed that federd agencies must remain cognizant
of the internationd activities as well as increasing the federd presence in the
internationa hedlth data standards development process.

Egtablishing How Content Should be Developed for Standards ~ There
was agreement that federal agencies should establish agreed upon forma
procedures for developing the content of specific standards.

Finding Ways to L everage Resour ces Outside the Healthcare Industry -
Participants agreed that federal agencies should develop credtive dSrategies for
locating technologies that facilitate implementation of standards.

Determining How Individuals and Agencies will Have Access to
Standards —- There was genera agreement that federd agencies should
develop easly accessible reference sources that provide explanaions and
definitions of hedth data andards. A hedth data set registry that contains
answers to a common set of questions asked of hedth data sets would be a
ggnificant sep forward.

Determining the Appropriate Government Role in the Maintenance of
Standards - The participants agreed that the federa government should
establish procedures for the periodic review and updating of hedth data
dtandards used in its programs and in the private sector.



B Addressing Confidentiality Concerns - The participants agreed that dl data
dandards systems mugt include adequate mechanisms to ensure the
confidentidity of patient data

Contact Information

To gan additiond information about this AHCPR initiative interested parties can contact
either J. Michad Fitzmaurice, Ph.D., or Stanley Edinger, Ph.D., & AHCPR. Dr.
Fitzmaurice can be reached at (301) 594-3938 while Dr. Edinger can be reached at (301)

59%4-1 598. Their respective email addresses are: mfitzmau@ahcpr.gov and
Sedinger(@ahcpr.gov.
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| ntroduction

The Agency for Hedlth Care Policy Research and Research (AHCPR) is producing this report to
compile hedth care informatics sandards activities that have been voluntarily reported by
sected federad agencies.

The AHCPR has undertaken this initiative to assst (1) the Secretary of Hedth and Human
Sarvices in making hedth data standards choices for adminidrative smplification (mandated
under PL 104-1 91), (2) the Department of Hedth and Human Services (DHHS) Data Council’s
oversght of hedth data sandards, and (3) the White House in meeting the gods of the
Adminigration to promote the widespread use of the Nationd Information Infrastructure (NII)in
hedth care. The report dso provides information to assst DHHS in responding to a request of
Vice Presdent Gore (March 1995) to improve the coordination of federd activities in hedth care
data standards development.

As pat of its work plan, the Data Council is undertaking this federd coordination through its
Committee on Hedth Data Standards by documenting existing federd hedth data standards
activities. This report complements a current review, aso provided by AHCPR, of the activities
of the mgor private sector andards development organizations. Current Activities of Selected
Health Care Informatics Standards Organizations (A Compilation), June 1998.

The information presented in this report has been solicited from federal agencies that are among
the mogt active in drafting and promulgating Standards for hedlth care data collection and
reporting. Each of these organizations was contacted and asked to provide information about the
following ten areas. (1) a contact person; (2) data related programs, (3) standards employed; (4)
purpose of the standards; (5) subject areas covered; (6) standards activities; (7) data dictionaries,
(8) publications and other disseminations, (9) participatiion in American Nationa Standards
Ingtitute (ANSI)-accredited and other standards development organizations; and (10) Hedth
Insurance Portability and Accountability Act (HIPAA 1996) rdated activities. This was
followed-up with onsite interviews and agency opportunities to revise the information provided
prior to publication of this document. This study does not include al federd agencies and dl
their hedlth care standards activities.

The compendium project team has been in contact with a number of agencies that maintain
databases containing hedth datigics and hedth-related data in addition to the ones submitting
information for this edition of the compendium. These agencies include the Bureau of the
Census, the Coast Guard, the Bureau of Prisons, Centra Inteligence Agency (CIA), the
Immigration and Naturdization Service, the Federd Emergency Management Adminigtration
(FEMA), the Environmenta Protection Agency (EPA), the Occupationa Safety and Hedth
Adminigration (OSHA), and the National Park Servicee AHCPR will set up procedures to alow
these and other agencies to submit information after the publication of this report.

In the fall of 1998 al of the compendium contributors were contacted and asked to see if their
contributions needed any find corrections or updates. At the same time these contacts were




Project Overview

being made AHCPR as0 invited the agency contacts to a contributors meeting. That meeting
was held at the Hyatt Regency Hotd in Bethesda, Maryland, on January 12, 1999.

This meeting had severd objectives. One was to allow the agency representatives to obtain a
more detalled understanding of current standards activities than they could obtain from the
overviews provided in the compendium. In addition, the meeting provided the representetives
with an opportunity to identify the key near-term informatics chalenges that need to be
addressed by federal agencies. AHCPR has produced a report that summarizes the participant
discussons a this mesting.

Both this report and the summary meeting report will be available on AHCPR’s web page
located at http://www.ahcpr.gov/data. The DHHS Data Council’s web page is located at
http://www.aspe.os.dhhs.gov/datacncl/index.htm. Information on DHHS adminigration
smplification activities (associated with PL 104- 19 1) may be found at
http://www.aspe.os.dhhs.gov/adminsimp. The generd program activities of DHHS agencies can
be found on the DHHS web page located at _http:/www.os.dhhs.gov. Information on the NIl is
available on the NIl web page located at http://nii.nist.gov.

The collection and compilation of this information in this document was carried out by The
Washington Consulting Group, Inc. (WCG), under the direction of J. Michael Fitzmaurice,
Ph.D., and the management of Stanley E. Edinger, Ph.D. The diligent work of Cyrus Baghda
and Richard Hilton both of WCG is greetly agppreciated. Suggestions for improvements or
revisons are welcome and may be made to AHCPR by contacting:

J. Michad Fitzmaurice, Ph.D.

Senior Science Advisor for Information Technology
Immediate Office of the Adminidrator

Agency for Hedth Care Policy and Research

2 101 E. Jefferson Street, Suite 600

Rockville, MD 20852

Phone: (301) 594-3938

Fax: (301) 594-2168

E-mail: Mfitzmau@ahcpr.gov

or

Stanley Edinger, Ph.D.

Senior Science Advisor

Center for Qudity Measurement and Improvement
Agency for Hedth Care Policy Research

2 10 1 E. Jefferson Street

Rockville, MD 20852

Phone: (301) 594-1 598

Fax: (301) 594-2155

E-mail:  Sedinger@ahcpr.gov
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Selected Federal Agencies

AGENCY: U.S. Department of Health and Human Services
Agency for Health Care Policy and Research

CONTACT:

J. Michad Ftzmaurice, Ph.D.

Senior Science Advisor for Information Technology
Office of the Administrator

Agency for Hedth Care Policy and Research

2101 E. Jefferson Street, Suite 600

Rockville, MD 20852

Phone: (301) 594-3938
Fax: (301) 594-2168
Email: Mfitzmau@ahcpr.gov

DATA-RELATED PROGRAMS:

AHCPR undertakes the Medical Expenditure Pane Survey which collects data on the specific
sarvices that Americans use, how frequently they use them, the cost of these services, and how
they are paid, as well as data on the cost, scope, and breadth of private hedth insurance held by
and available to the U.S. populaion. The Agency, under the Hedth Cost and Utilization
Program (HCUP), maintains information on inpatient hospital stays, and the HIV Cogt and
Sarvice Utilization Survey (HCSUS) collects, cost and utilization data about the services used by
persons with HIV. For over 28 years, AHCPR has funded the development, application, and use
of hedth information systems, including the MUMPS programming language and COSTAR (an
early computerized ambulatory record system). AHCPR and the Nationd Library of Medicine
(NLM) are in partnership to support applications of the eectronic medical record, for example,
defining laboratory (eg., LOINC - Logica Observetions, Identifiers, Names, and Codes) and
imaging sandards, and developing and testing common medicd terminology for the dectronic
patient record. AHCPR funds sudies of specific gpplications of computerized clinical decision
support systems for hedth providers as a member of the White House Computing, Informetion,
and Communications Research and Development (CICR & D) program. AHCPR aso
participates in DHHS development of core data sets and in hedth services research activities on
critica data issues such as hedth data standards and the confidentidity of persond hedth
informetion.

STANDARDS EMPLOYED:

ICD-9-CM diagnosis codes and procedure codes and CPT-4 and HCPCS procedures codes for
ambulatory procedures are used in AHCPR’s large-scade surveys of hedth services utilization
and expenditures for US households and for persons with HIV. AHCPR grantees dso use these
codes to sudy the linking of dectronic patient record information with medica knowledge for
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computerized decison support sysems to improve the quality of care. The data standards used
in data collected and linked by AHCPR are based on those employed by the Bureau of the
Census, the American Hospitd Association, the Hedth Resources and Services Adminidration
(Area Resource File), the Nationd Center for Hedth Statistics, and codes for clinicd diagnosis
and procedures (such as ICD-9, ICD-9-CM, and CPT-4) in their data sets.

PURPOSE OF STANDARDS:

To make more uniform in meaning the hedth data collected, exchanged, and andyzed among
hospitals, physicians, other hedlth decison-makers, and researchers across geographica areas
and inditutiond boundaries.

The standards that AHCPR uses are intended to facilitate data analysis and use by ensuring
greater comparability, quality and accuracy of hedth care data. In turn, the use of standards
increases the automation of hedth care data for direct patient care, quaity measurement, and
research. Further, by promoting uniform, accurate, and automated hedlth care data, AHCPR
advances medica research (including medica effectiveness and cost effectiveness research) and
improves the efficiency of the private sector hedth care ddivery sysem and qudity
improvement  measurement.

SUBJECTAREAS COVERED:

The standards cover such data as. diagnosis and procedure codes, demographic, employment,
economic, hedth status and other characteristics of survey respondents; the use and cost of
sarvices provided by various hedth care providers, laboratory and imaging standards; and
clinical and adminigrative data for use in computer-based patient record systems and in decison
support systems.

STANDARDS ACTIVITIES:

AHCPR promotes the coordination of hedth care data sandards nationaly by supporting the
mesetings of the American Nationa Standards Ingtitute (ANSl), Hedthcare Information
Standards Board (HISB) and by participating in standards meetings as resources permit; and
internationdly by sponsoring meetings of standards experts (primarily U.S. European, and
Japanese, Canadian, and Austrdian), coordinated through HISB, and by exchanges of
information about current standards activities through research conferences and government
liason. AHCPR participates in HISB’s Vocabulary and Codes Working Group and chairs its
Legidaive and Regulatory Standing Committee.

The purpose of AHCPR support of ANS HISB is to increase the coordination of private and
public sector hedth data sandards activities, to promote the exchange of information with the
SDQOs of other countries, and to work toward international coordination of hedth data standards.

AHCPR sponsors and participates in nationd research conferences to advance the development
and use of data standards in eectronic medica patient records and hedth services research.
AHCPR daff serve on a number of DHHS and nationd standards organizations and committees
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incdluding the American Medicd Informatics Association, International Medicd Informatics
Association, Computerized Patient Record Ingtitute, ASTM, ANS, HISB, and the Office of
Management of Budget's Interagency Committee for the Review of Racid and Ethnicity (Data)
Standards. AHCPR saff supported the development of Data Elements for Emergency
Department Systems, Release |. () (1997) by the Centers for Disease Control and Prevention.

The AHCPR Adminigtrator currently co-chairs the DHHS Data Council and participates in its
Committee on Hedth Data Standards with AHCPR gaff participating in its Committee on
Internationd Hedlth Data Collaboration, its Interagency Hedth Privacy Working Group, and its
joint Working Group on Telehedth. Under the Committee on International Hedth Data
Collaboration, AHCPR represents DHHS on the Group on Seven Nations (G7) Globd
Information Infrastructure/Health—Subproject5—Enabling Mechanisms.

AHCPR and the Nationd Library of Medicine have collaborated to undertake a large-scae
vocabulary test to determine how wedl the set of existing vocabularies found in the
Metathesaurus of the Unified Medicd Language System covered the clinica concepts found in
computer-based patient records. The results may be found in Humphreys, et d, “Evauation...
NLM/AHCPR Large Scde Vocabulary Test,” Journal of the American Medical Informatics
Association. 1997,4.484-500.

DATA DICTIONARIES:

The agency uses a number of generdly available sandard data dictionaries, formats, and coding
systems, in developing its data surveys and other standards activities. These include 1CD-9,
CPT-4, NLM’s Metathesaurus, and the U.S. Census Bureau's dictionaries. AHCPR maintains
data dictionaries for its mgor surveysMEPS and HCSUS.

PUBLICA TIONS AND OTHER DISSEMINA TION:
« Current Activities of Selected Health Care Informatics Sandards Devel opment'
Organizations (A Compilation), June 7998.

+ Healthcare Informatics Standards Activities of Federal Agencies (A Compendium),
September 1996,

AHCPR adso publishes numerous reports from the Medicd Expenditures Pand Survey and the
HIV Cogt and Utilization Survey. Descriptions of these standards activities and uses are
contained in various publications.

For additiond information, the AHCPR Clearinghouse's phone number is [-800-358-9295 and
the AHCPR’s web-Ste address is http://mww.ahcpr.gov.

PARTICIPATION IN ANSI-ACCREDITED AND OTHER STANDARDS DEVELOPMENT
ORGANIZATIONS:

AHCPR often participates in HL7, ASTM, WEDI, and X12N mesetings as an observer, liaison,
and conaultant. AHCPR is a member of the Technicd Advisory Pand for the development of
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the ICD-10-Procedure Coding System led by HCFA. The pand completed its work in 1998.
AHCPR participated in the development of the Data Elements for Emergency Department
Systems (DEEDS) data set by the Centers for Disease Control and Prevention in 1996-97.
HEALTH INSURANCE PORTABILITYAND ACCOUNTABILITY ACT (HIPAA 1996)
RELATED ACTIVITIES:

Key Personnel Assigned to HIPAA Implementation:

J. Michael Fitzmaurice is co-char of the Infrastructure and Cross-cutting Implementation
Team (IXIT) that oversees the other HIPAA implementation teams, and a member of the
Coding and Classfication Implementation Team and the DHHS HIPAA Outreach Working
Group. He is the AHCPR representative to the DHHS Committee on Hedlth Data Standards
to which the IXIT reports and an AHCPR dternate to the DHHS Data Council through which
the HIPAA standards recommendations pass on their way to the Secretary.

Dr. Ftzmaurice is co-chair of the gaff to the Computerized Patient Working Group of the
Nationd Committee on Vitd and Hedth Statisics (NCVHS). This working group is charged
by NCVHS with preparing the HIPAA-mandated report to “study the issues reated to the
adoption of uniform data standards for patient medica record information and the eectronic
exchange of such information” and “to report to the Secretary not later than 4 years after the
date of the enactment of the Hedth Insurance Portability and Accountability Act of 1996
recommendations and legidative proposds for such standards and dectronic exchange —
(HIPAA Section 263). The report is due in August, 2000.

Stanley Edinger is a member of the Coding and Classfication Implementation Team, and the
lead gtaff to NCVHS Qudity Working Group.

Jim Summe is the AHCPR representative to the NCVHS Subcommittee on Populations.

Reviews of HIPAA Related Transaction Standards Needs and Efforts: N/A
Plans or Planning Groups Established to Implement HIPAA Changes. N/A

COMMENTS: N/A




Selected Federal Agencies

AGENCY: U.S. Department of Health and Human Services

Centers for Disease Control and Prevention & Agency for Toxic
Substance and Disease Registry (CDC/ATSDR)

CONTACT:

Rondd R. Fichtner, Ph.D.
Chief, Office of Prevention Informatics
National Center for HIV, STD, and TB Prevention

Phone: (404) 6398040
Fax:  (404) 639-8603
E-mal: rrfl @cdc.gov

DATA-REM TED PROGRAMS:

CDC is the nation’s primary prevention agency, responsible for preventing diseese, injury and
disgbility, and thereby promoting hedth and qudity of life In collaboration with public hedth
partners and others, it focuses on the prevention of infectious diseases, chronic diseases, injuries,
workplace hazards, birth defects and disgbilities, and environmental hazards.

CDC is chdlenged by the ongoing need to provide timdy, useful, and epidemiologicaly-sound
information to assg the public hedth community in developing prevention programs and
interventions. A broad variety of data collection methods and systems is in place to help meet
this chdlenge.

At least seven categories of information are needed by CDC:

+ Reports of hedth events affecting individuds,

o Vitd datidics on the entire population;

« Information on the hedth datus, risk behaviors, and experiences of populations,
» Information on potentiad exposure to environmenta agents;

+ Information useful to public hedth but obtained by non-public sources,

« Information on exising public hedth programs and

+ Information on the hedth care sysem and its overdl effects on hedth.

STANDARDS EMPLOYED:

CDC has begun an overdl process of identifying where relevant surveillance and information
systems need standards, and deciding what those standards should be. However, a few CDC
programs have begun forma consderation of standards in sdlected areas. The Nationa
Immunization Program (NIP) & CDC worked with Hedth Level Seven (HL7) to include
sandard query, response, and update messages for immunization records in HL7’s verson 2.3,
which was published in March 1997. These messages dlow dandard transmissons of
immunization data from hedthcare providers to immunization regidries and from one registry to
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another, NIP condders the establishment of these HL7 messages to be an important factor in the
solution to the technica chalenges of the registry project.

The Nationa Center for Chronic Disease Prevention and Health Promotion have aso worked
with HL7 and are involved in a amilar process (as NIP) with cancer regidries. A meeting was
hed August 19-21, 1998 with participants from CDC, the North American Association of
Central Cancer Registries and HL7 representatives to “explore the feashility of a standardized
electronic exchange protocol for use in cancer registry systems” The summary report for the
meeting “Working Toward Implementation of HL7 in NAACCR Information Technology
Standards Meeting”, was produced in October 1998.

The Nationd Center for Injury Prevention and Control (NCIPC) produced recommended
specifications for sdect data dements in emergency department systems. These specifications
are outlined in “Data Elements for Emergency Department Systems, Release 1 .O (DEEDS).” In
regards to the standards used for data elements, as Stated in the purpose and scope of the DEEDS
document: “To the fulles extent possible the specifications for individud data eements in
Release 1 .O incorporate existing hedth data standards, particularly standards for computer-based
records.”

CDC, in partnership with the Association of Public Hedlth Laboratories, the Association of State
and Teritorid Hedth Officids, and the Council of State and Territorid Epidemiologids,
recently sponsored the “Electronic Reporting of Laboratory Information for Public Hedth”, a
conference held on January 7-9, 1999 in Decatur, GA. The objectives of the conference were to
1) share recent experiences of dates, laboratories, and vendors in implementing |aboratory
reporting 2) examine key issues for expanded laboratory reporting 3) design strategies for
expanded adoption, use, and evauation of eectronic reporting. Other issues raised at the
conference were the need to develop unified data elements, specific laboratory tests (and codes),
and HL7 specifications for data transmisson between labs and satefloca hedth departments.

PURPOSE OF STANDARDS:

CDC supports standards because they are seen as critica to the creation of integrated public
hedth survellance and hedth information systems, recently identified by drategic planning as
CDC’s highest priority.

SUBJECTAREAS COVERED:

Aress to be congdered for standards development may include: common data € ements/'standard
core variables, software development, transmission, data access, and confidentiality/security. It
is intended that standards will eventudly influence key areas necessary for integrated
aurvelllance and information systems, potentidly affecting the broad aray of those systems
supported by CDC.

STANDARDS  ACTIVITIES:

In order to serve the purpose, to formulate and enact policy concerning the planning,
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development, maintenance, and use of integrated public hedth information and survellance
systems, CDC has formed the Health Information and Surveillance Systems Board (HISSB).
CDC's principa organizations are represented on the HISSB, which has mgor subcommittees
devoted to generd standards and liaison with standards bodies, standards related to Internet
gpplications, and coordination of surveillance activities to name a few. A pre-exiging committee
of CDC information resource managers, responsble for setting standards in related areas such as
computing platforms, connectivity, and information dissemination, is represented on the HISSB.

A subset of the HISSB, the Standards and Liaison (S&L) Committee has been heavily involved
in the development of sandard data dements and definitions for use primarily in CDC hedth
department systems. The S&L Committee has tackled issues (for core data eements) such as
definition of concepts and categories, representation for internal storage, collection mechanisms,
user interface, and the dissemination of reports and public use data sets. The recommendations
made by the S&L will in inevitably affect the development of new CDC sponsored systems and
projects.

In an effort to influence exising systems, the S&L Committee has worked closdly with members
of the HISSB Integration Project. The integration project is an effort “to tie together the current
myriad separate systems used for public hedth survellance into a comprenensve solution thet
fecilitates the efficient collection, andyss, and use of data and the sharing of computer software
solutions across disease-specific program areas.” Members of the integration project have
worked closgly with the S&L Committee to ensure that proposed standards closdy follow the
recommendations made in the “Core Data Elements Implementation Guide’ (CDE).

DATA DICTIONARIES:

The Standards and Liaison Committee has prepared a common data eements document that
details CDC’s proposed data collection, storage, eectronic data interchange, and dissemination
of common data eements gpproaches used in hedth information and survellance sysems. The
guide has been vetted to externd partners and can be downloaded via the intemet at
http://www.cdc.gov/data/index.htm. Comments and feedback concerning this document and the
proposed standards are welcome.

PUBLICATIONS AND OTHER DISSEMINATION:

CDC has numerous publications including the Morbidity and Mortality Weekly Report (MMWR)
and _Emerging_Infectious Diseases (EID), both of which are avallable via Internet. [ntegrating
Public Health Information and Surveillance Systems, which describes the basic congderations
for formation of the HISSB, is available upon request. The Core Data Elements Implementation
Guide is available in hard copy and can be downloaded from the Internet at the address listed
above.

PARTICIPATION INANSI-ACCREDITED AND OTHER STANDARDS DEVELOPMENT
ORGANIZA TIONS:

Susan Abernathy, a member of the NIP staff, was recently (August 1998) dected to the HL7
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Board of Directors.

HEALTH INSURANCE PORTABILITYAND ACCOUNTABILITYACT (HIPAA 1996)
RELATED ACTIVITIES:

« Key Personnd Assigned to HIPAA Implementation:
Hedth Information Surveillance Systems Board (HISSB), Executive Secretariat
+ Reviews of HIPAA Related Transaction Standards Needs and Efforts:
Hedth Information Surveillance Systems Board (HISSB), Executive Secretariat
« Plans or Planning Groups Established to Implement HIPAA Changes.
Hedth Information Survellance Systems Board (HISSB)

COMMENTS:

The HISSB will oversee the formulation of policy related to standards by indtituting and
orchedtrating a process tha will fadlitate discusson, develop consensus, and legitimize
outcomes. Organizationd liaisons with standards bodies have begun and are seen as criticd to
these bodies developing standards that are informed by the future needs of the public hedth
community.

LINKS WITH OTHER AGENCIES:

Strong internd  linkeges exis with CDC’s Nationd Center for Hedth Statistics. Externd
linkages are being developed through participation on the DHHS Data Council’s Committee on
Hedth Data Standards, and with organizations that maintain or have access to data on hedth care
sarvices and utilization, such as those involved in delivering managed care.

ORGANIZATIONAL MEMBERSHIPS IN STANDARDS DEVELOPMENT
ORGANIZATIONS:

. HL -7 = Susan Abernathy — Nationd Immunization Program
Denise Koo, M.D. — Epidemiology Program Office
Dan Pollock — Nationd Center for Injury and Prevention Control

« ANSIX12 — Roy Gib Parish — Epidemiology Program Office

« Computer-based Patient Record Ingtitute (CPRI) - Ed Kilbourne, M.D. -Nationa
Immunization Program Office
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AGENCY: U.S. Department of Health and Human Services

Centers for Disease Control and Prevention, National Center for
Health Statistics

CONTACT:

Marjorie Greenberg

DHHS/ CDC / NCHS

6525 Belcrest Road, Room 1100
Hyattsville, MD 20782

Phone: (301) 436-4253
Fax:  (301) 436-4233
E-mal: msgl @cdc.gov

DATA-RELATED PROGRAMS:

The agency serves as the World Hedth Organization (WHO) Collaborating Center for the
Classfication of Diseases for North America and is responsible for coordination of al officia
disease classfication activities in the U.S. reating to the International Classfication of Diseases
(ICD) and its use, interpretation, and periodic revison. This includes maintenance of the 1CD-9
for mortality and the clinical modification of 1CD-9 (ICD-9-CM) for morbidity. Maintenance for
the latter is caried out through the ICD-9-CM Coordination and Maintenance Committee, which
was established in 1985 as a forum to discuss possble updates and revisons and is co-chaired by
NCHS and the Hedth Care Financing Adminigtretion.

NCHS will be responsible for the implementation of 1CD-10 for mortdity records in 1999 and
for the modification of ICD-10 (ICD-1 O-CM) for morbidity applications. The Collaborating
Center is aso responsible in North America (NA) for the family of ICD dassifications, which
includes the Internationa-Classfication of Imparments, Disdbilities, and Handicaps (ICIDH);
the ICIDH is currently under internationd revison with strong NA input.

NCHS continues to work with the states to develop standard certificates for vitd events which
include births, deaths, fetd deaths, marriages, divorces, and abortions. These certificates are
revised gpproximatey every 10 years, with the next revison planned for implementetion in
2002. Evduation of the current certificates began in September of 1997. NCHS adso develops,
with date participation, a model law for date regidration systems. The standard certificates and
modd law ae the principd means of implementing Sandardization in the nationd vitd datidics
system. Currently, a Nationd Steering Committee convened by NCHS is developing minimum
content and transmisson standards for the eectronic degth certificate. Information on these
classifica-tions may be found at the NCHS web site at
http://www.cdc.gov/nchswww/about/otheract/ icd9/icd9hp2.htm.

NCHS aso participates in developing a number of core hedth data sets in conjunction with
interagency task forces and the Nationd Committee on Vitd and Hedth Statisics (NCVHS).
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The NCVHS is the externd advisory committee to the Department of Hedth and Human
Services, NCHS serves as Executive Secretary to the Committee. The two most prominent core
data sets are the Uniform Hospitd Discharge Data Set (UHDDS), which is the bads of the
hospital discharge data systems in 34 dates, and the Uniform Ambulatory Care Data Set
(UACDS). Uniform bills, the UB-92 and HCFA-1500, respectively, are a mgor vehicle for
collecting the UHDDS and UACDS. Building on this higtory of uniform data set development,
in 1996, the NCVHS completed a report and recommendations on standardizing 42 core hedlth
data elements for enrollment and encounter in 1996; this report was submitted to the HHS Data
Council on August 2 1, 1996 and continues to be under review within the Department in the
context of adopting standards under the Hedth Insurance Portability and Accountability Act of
1996. Information about the NCHV'S may be found at its web dte which is
http://aspe.os.dhhs.gov/ncvhs

The agency is respongble for numerous naiond surveys, including the Nationa Hedth
Intervention Survey (NHIS), the Nationd Hedth and Nutrition Examination Survey, and nationd

provider surveys. The NHIS is sarving as the sampling frame for the Medica Expenditure Pane
Survey and, under the Department’s integrated survey plan, will serve as the core sampling frame
for severd departmenta surveys. Through this and related mechanisms, NCHS is trying to
promote standardized reporting and coding in NCHS surveys, and by example, in smilar surveys
conducted elsewhere.

STANDARDS EMPLOYED:

The ICD is the officid medicd classfication for disease reporting in the U.S.. The standard
certificates for vital records are adopted by dl registration areas in the U.S.. Of the core data
sts, only the UHDDS has been officidly promulgated by DHHS.

PURPOSE OF STANDARDS:

The dandards are intended to facilitate data collection and andysis by ensuring Cémparability
across geographic areas and gStes of care and enhancing data qudlity.

SUBJECTAREAS COVERED:

Subject areas are the classfication of diseases, causes of death, vita events, and reporting of
morbidity data, hedth events, and other hedth-rdaed information from individuas, providers,
and households.

STANDARDS ACTIVITIES:

Agency personnd participate in activities of the WHO Collaborating Centers for the
Classfication of Diseases and in devdopment and revison of internationd classfication

gandards under WHO. Agency personne aso function as one of the four cooperating parties in
the United States for development of standard morbidity coding guiddines and, with HCFA, as
co-chair of the ICD-9-CM Coordination and Maintenance Committee.
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LINKS WITH OTHER AGENCIES:

These activities are coordinated extensvely within DHHS, as well as with a broad range of
public and private sector organizations.

DATA DICTIONARIES:

The automated systems used in mortdity classfication are referred to as “dictionaries”
trandating from medicd terms into medicad codes. The definitions developed for deta dements
in the core data sets also represent a type of data dictionary.

PUBLICATIONS AND OTHER DISSEMINATION:

The agency publishes numerous reports, professond papers by saff members, coding
ingructions for disease classfications, and World Wide Web documents. The annua update of
the ICD-9-CM and coding guidelines are made available on CD ROM. Guiddines are aso
published in conjunction with private sector organizations such as the American Hospitd
Association. The sentind NCHS report, Hedlth, United States, is published annudly and
contains trend data on hedth status, hedth care resources, hedth care expenditures, and

utilization of hedth resources. Natdity and mortdity data are published in annud volumes and
through monthly reports and have recently been included on the NCHS home page. The NCVHS
Core Hedlth Data Elements report is on the DHHS home page.

PARTICIPATION INANSI-ACCREDITED AND OTHER STANDARDS DEVELOPMENT
ORGANIZATIONS:

NCHS is a member of the American National Standards Indtitute Informatics Standards Board
(ANS HISB), Hedlth Level Seven (HL-7), and the ANSI Accredited Standards Committee
(ASC)X12. NCHS dso is a member of and represents public hedth and research interests on the
Nationd Uniform Billing Committee.

HEALTH INSURANCE PORTABILITYAND ACCOUNTABILITYACT (HIPAA 1996)
RELATED ACTIVITIES:

« Key Personned Assigned to HIPAA Implementation:

Donna Pickett serves as one of the three co-chairs (with the Nationa Library of Medicine
and the Hedth Care Financing Adminigration) for the Coding and Classfication
Implementation Team. The team’'s area of responghility is codes and classfications for:
diseases, injuries, impairments, or other hedth-rdlated problems, and their manifestations,
causes of injury, disease, impairment, or other hedth-related problems;, and actions taken to
prevent, diagnose, treat, or manage diseases, injuries, and impairments and any substances,
equipment, supplies, or other items used to perform these actions.

Jane Harman sarves as co-chair of the Claims and Encounter Implementation Team. This
team recommends formats and data content for hedth insurance clams, encounters,
coordination of benefits, remittance advice, and dam datus inquiry.
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[ ]

Phyllis Doulaveris serves as co-chair of the Clams Attachment Team which is
recommending standards for 275 and 277 transactions.

Charles Rothwell and Michael Kremer serve on the Infrastructure Implementation Team,
which is coordinating the work of the other teams, addressng crosscutting issues, and
developing the data dictionary.

Marjorie Greenberg and Lynnette Araki serve as principd and aternate, respectively, on the
departmental Hedlth Data Standards Committee, which oversees the HIPAA implementation
teams for the HHS Data Council. Ms. Greenberg also serves as Executive Secretary of the
National Committee on Vitd and Hedth Statistics and Head of the WHO Collaborating
Center for the Classfication of Diseases for North America

Reviews of HIPAA Reated Transaction Standards Needs and Efforts;

On November 2-3, 1998, NCHS/CDC, in conjunction with the Agency for Hedth Care
Policy and Research (AHCPR) and the NCVHS, sponsored an invitationa workshop
“Implications of HIPAA’s Adminigraive Smplification Provisons for Public Hedth and
Hedth Services Research.” In response to recommendations from that workshop NCHS is
working with workshop participants to establish a consortium for representing hedth and
health services research data needs in the standards process and ensuring that priority
information needs are addressed in on-going standards maintenance efforts. Information
about the workshop proceedings is available at a web Ste, http://www.lewin.com/hipaa.

Plans or Planning Groups Established’ to Implement HIPAA Changes. N/A

COMMENTS: N/A
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AGENCY: U.S. Department of Health and Human Services
Food and Drug Administration

CONTACT:

Charles S. Fur-fing, Ph.D.

FDA / CDRH, Mail Code HFZ-143
12720 Twinbrook Parkway
Rockville, MD 20852

Phone: (301) 443-2536, ext. 16
Fax: (301) 443-9101
E-mal: csf@.cdrh.fda.gov

DATA-RELATED PROGRAMS:

The Food and Drug Adminigration (FDA) is responsble for ensuring that foods are safe,
wholesome, and sanitary; human and veterinary drugs, biological products, and medicad devices
are safe and effective; and cosmetics and dectronic products that emit radiation are safe.
Regulatory decisons must be based on information that is complete, accurate, and reedily
avalable, s0 that large amounts of data that are collected from pre-market approval submissons
and post-market survelllance activities must be maintained and avaladle for andyss whenever
and wherever required. To that end, FDA designs adminidtrative, scientific, and technica
information systems in support of its regulatory programs.

STANDARDS EMPLOYED:

The FDA utilizes standards developed “in-houseg’” which it promulgates and enforces, such as the
qudity standards under the Mammography Quality Standards Act of 1992 and Section 204 of the
FDA Modernization Act of 1997 that adds a system for recognizing nationa and internationa
standards in product reviews. The FDA may recognize al or part of an appropriate standard
edablished by a nationdly or internationdly recognized standards development organization.
Examples indude the utilization of the Coding Symbols for a Thesaurus of Adverse Reaction
Terms (COSTART) developed and maintained by the FDA’s Center for Drug Evduation and
Research and the World Hedth Organization Adverse Reection Terminology (WHOART),
developed and maintained by the WHO, and the International Electrotechnicad Commission
(IEC) 60601 series of standards.

PURPOSE OF STANDARDS:

Standards are used as a bads for regulatory assessments, providing measures for compliance with
regulatory requirements, providing guiddines of practice where forma regulations have not been
promulgated, and for developing consensus on approaches for producing safe products in new
and emerging technicd aress.
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SUBJECTAREAS COVERED:

The FDA paticipates in sandards development activities on standardizing terminology,
development of consensus for measuring performance characterigtics of medical devices, and
standards which provide metrics for quality assurance that can provide less onerous approaches
to assuring the safety and/or effectiveness of regulated products.

STANDARDS ACTIVITIES:

The FDA participaes in the devedopment of nationa and international consensus standards and
voluntary guiddines through interaction with gppropriate nationd and internationd standards
committees. Emphasis is placed on efforts amed a avoiding or minimizing redundancies in
dandards development activities, developing uniform terminology, and developing standards
where conformance with the standard enables less onerous regulatory requirements.

DATA DICTIONARIES: N/A

PUBLICATIONS AND OTHER DISSEMINATION:

The FDA maintains an updated record of draft and find documents at its web Ste,
http://www.fda.gov.

PARTICIPATION IN ANSI-ACCREDITED AND OTHER STANDARDS DEVELOPMENT
ORGANIZATIONS:

The FDA participates in activities of the International Conference on Harmonization of
Technicd Requirements for Regidration of Pharmaceuticas for Human Use (ICH) and the
Globa Harmonization Task Force (medica devices). The FDA is a member on the ANSI
Medical Device Standards Board, the ANSI Management Board, and many of the ANSI-
accredited standards development organizations. These activities are described in an annua
report.

HEALTH INSURANCE PORTABILITYAND ACCOUNTABILITYACT (HIPAA 1996)
RELATED ACTIVITIES:

+ Key Personnel Assigned to HIPAA Implementation: N/A
» Reviews of HIPAA Related Transaction Standards Needs and Efforts: N/A
+ Plans or Planning Groups Egtablished to Implement HIPAA Changes: N/A

COMMENTS:

Many of the FDA’'s medicd, scientific, and regulatory daff participate in standards-setting
bodies as ether representatives of their professond organizations or as representatives of the
FDA. Paticipation varies as to the level of pertinence and potential impact on ether a program
area within the agency or the agency as a whole.
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AGENCY: U.S. Department of Health and Human Services
Health Care Financing Administration

CONTACT:

CDR Robert Mayes

Office of Clinicd Standards and Qudity
Hedth Care Financing Adminigtration
7500 Security Boulevard, Bldg. S3-02-01
Batimore, MD 21244- 1850

Phone: (410) 786-6872
Fax:  (410) 786-8532
E-mal: rmayes@hcfagov

DATA-RELATED  PROGRAMS:

HCFA is involved in a number of nationd hedth data initiatives These cover the development
of core data sets as well as quality measures, financid indicators, measures of beneficiary
satisfaction, and measures of access to care for several settings of care, including long-term care,
home hedth, end-stage rend disease, managed care, and fee-for-service acute care. Data is
collected both eectronicaly from providers as wel as through medicad record abdtractions. The
Agency is currently moving towards the development of dgnificant on-line andytic processing
capabilities to provide greater utility to the Medicare and Medicaid program databases which it
maintains.

STANDARDS EMPLOYED:

HCFA employs standards developed by severd standards development organizations (SDOs)
including American Standards Committee (ASC) X12N, Hedth Level 7 (HL7), ASC X3, and
others. Currently these standards are focused primarily on data transmission, but there is an
increasing interest in data models and data administration standards.

PURPOSE OF STANDARDS:
HCFA utilizes sandards in its data acquistion activities, in development of its Conditions for
Coverage for participation in Medicare by providers, and as part of its reimbursement process.

SUBJECTAREAS COVERED:

These standards cover al aspects of medicd care and hedth dtatus for the 37 million Medicare
beneficiaries.  This includes reimbursement activities from providers who are paid by HCFA for
Medicare sarvices and sdlected submisson under states Medicaid clams. This includes over 1.2
million providers, their agents, and vendors.
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STANDARDS  ACTIVITIES:

HCFA personnd participate in ASC X12N, HL7, ICD-1 O-PCS (Provider Coding System), ICD-
9-CM Committees (partnering with the Nationa Center for Heath Statistics), ASC X3, IS0
Technicd Committee 2 1 5/Health Informetics, ISO/JTC1 Subcommittee 32/Data Management,
and severd other groups involved in hedth data standards. Standards are coordianted
extendgvely with DHHS, by formd policy-setting processes, and with other agencies, dates,
insurers, providers, and vendors.

DATA DICTIONARIES:

HCFA currently provides a number of clinica data dictionaries, developed by the Office of
Clinicd Standards and Quadlity, on its Internet Ste.

PUBLICATIONS AND OTHER DISSEMINATION:

HCFA promulgates its sandards through severa media, including print, magnetic, and the World
Wide Web.

PARTICIPATION INANSI-ACCREDITED AND OTHER STANDARDS DEVELOPMENT
ORGANIZATIONS:

HCFA is active in dandard setting initiatives as described in the “Standards Activities’ section.

HEALTHINSURANCE PORTABILITYAND ACCOUNTABILITYACT (HIPAA 1996)
RELA TED ACTIVITIES:

HCFA is the lead agency in the development of HIPAA regulations and co-chairs dl of the
federd workgroups in this area. HCFA aso has a sgnificant staff presence on the workgroups,
and, as a mgor payer, is working internaly to implement the proposed standards.: HCFA dso
has gtaff on each of the NCHV'S workgroups in support of HIPAA.

+ Key Personnd Assigned to HIPAA Implementation: N/A

+ Reviews of HIPAA Redated Transaction Standards Needs and Efforts. N/A
« Plans or Planning Groups Established to Implement HIPAA Changes. N/A

COMMENTS:
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AGENCY: U.S. Department of Health and Human Services
Health Resources and Services Administration (HRSA)

CONTACT:

Mike Millman

Office of Planning, Evauation, and Legidation
Hedth Resources Savices Administration
Room 14-33, Parklawn Building

5600 Fishers Lane

Rockville, MD 20857

Phone: (301) 443-0368
Fax: (301) 443-9270

DA TA-RELA TED PROGRAMS:

HRSA promotes primary care and other services to vulnerable populations, principdly through
grants to States, locdlities, academic indtitutions, and community-based organizations. Grantees
report aggregate data on clients served and services provided.

HRSA sponsors the Area Resource File (ARF), a county specific hedth resources information
sysem. The exiging data dements from the externdly provided data sources are used and
include geographic descriptors, hedth professons information (including training), hedth
faclities information, utilization levels for hospitds, hedth care expenditures, and population
characterigtics and economic data HRSA aso maintains the Practitioner Data Bank established
by Congress to direct discrete inquiries into and scrutiny of specific areas of a practitioner’s
license, professona society memberships, Medica mapractice payment history, and record of
dinicd privileges.

HRSA is very interested in the current work on standardizing encounter and enrollment deta,
which will facilitate monitoring access to care. HRSA has participated as a commenter on a
number of data gandardization initiatives, including the Healthplan Employers Data and
Information Set (HEDIS) indicators; the identification of a consensus-based set of ICD-9 codes
that can be used to measure inadequate primary care; and the current DHHS study of state and
loca public hedth expenditures and capacity for persond hedth services.

STANDARDS EMPLOYED:

HRSA is a user but not a setter of data standards. In the development of grantee reporting
requirements and other data systems, HRSA reviews coding schemes and adopts them as
gppropriate. For example, the National Practitioner Data Bank uses the Harvard University
Foundetion Allegation of Negligence coding scheme. In reviewing and sdecting exising coding
gysems, HRSA consults widdy with relevant parties before implementing reporting formats.

PURPOSE OF STANDARDS: N/A
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SUBJECTAREAS COVERED: N/A
STANDARDSACTIVITIES: N/A

DATA DICTIONARIES: N/A

PUBLICATIONS AND OTHER DISSEMINATION: NIA

PARTICIPATION INANSI-ACCREDITED AND OTHER STANDARDS DEVELOPMENT
ORGANIZATIONS:  NIA

HEALTH INSURANCE PORTABILITY AND ACCOUNTABILITY ACT (HIPAA 1996)
RELATED ACTIVITIES:

+ Key Personnel Assigned to HIPAA Implementation: N/A
+ Reviews of HIPAA Related Transaction Standards Needs and Efforts: N/A
o Plans or Planning Groups Established to Implement HIPAA Changes. N/A

COMMENTS: N/A
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AGENCY: U.S. Department of Health and Human Services
Indian Health Service (IHS)

CONTACTS:

Jm Gavie, Acting Director Tony D’ Angelo
Office of Information Resources Management Principd Statiician, Office of Public
Hedlth

Indian Hedth Service Indian Hedth Service

Room S-A-2 1, Parklawn Building Suite 450, Twinbrook Metro
5600 Fishers Lane 12300 Twinbrook Parkway
Rockville, MD 20857 Rockville, MD 20852

Phone: (301) 443-0750 Phone: (301) 433-1 180

Fax: (301) 443-7279 Fax: (301) 433-1522

E-mal: jgarvie@hgeihsgov E-mail: adangelo@hgqe.ihs.gov

DATA-RELATED  PROGRAMS:

IHS has a number of efforts in progress to develop hedth status and care indicators, which it then
encourages tribes to adopt.

STANDARDS EMPLOYED:

The agency generdly follows DHHS standards (eg. departmenta ambulatory medicad data and
discharge data sets and molds its forms and processes to follow HCFA’s modd in most cases)
Tribes are encouraged, but not required, to use the core data set IHS has adopted. Tribes have
condgderable flexibility and variability in wha services they receive, how they pay, and how they

report.

PURPOSE OF STANDARDS:

The standards developed by the agency are used as part of the agency’s usud processing and
related functions. Externd standards are gpplied as deemed useful. The legidative and
regulatory mandates for this activity are the authorization acts for the agency, but this legidation
does not mention standards, it smply directs the agency to ensure services.

SUBJECTAREAS COVERED:

The subject areas covered are various aspects of the hedth status of, and medical care provided
to, members of Indian tribes, ether directly by this agency or tribes, or under contract by private
providers and insurers. Community hedth and infragtructure are affected as well as dlinicd care.

STANDARDS ACTIVITIES:

Agency personnd do not participate in sandards-setting bodies athough they serve on DHHS
work groups. IHS generdly tries to follow standards and guidelines developed €sewhere,
egpecidly within DHHS.
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DATA DICTIONARIES:
None. IHS has developed a core data set which tribes are encouraged, but not required, to use.

PUBLICATIONS AND OTHER DISSEMINATION:

The standards are promulgated by publication in the Federal Register, by induson in manuds,
and by less forma communication with providers and tribal leaders. To promote the use of
dandards or guidelines by tribes, the agency holds meetings with tribes and usudly sends out
letters to tribes and regiond officias soliciting review and comments. Such solicitations are
sometimes published in the Federal Register as wel. Information on the hedth care data
systems is available on the World Wide Web at, http:\\www.ihs.gov.

PARTICIPATION INANSI-ACCREDITED AND OTHER STANDARDS DEVELOPMENT
ORGANIZA TIONS: N/A

HEALTH INSURANCE PORTABILITYAND ACCOUNTABILITYACT (HIPAA 1996)
RELATED ACTIVITIES: N/A

+ Key Parsonned Assigned to HIPAA Implementation: N/A

o Reviews of HIPAA Related Transaction Standards Needs and Efforts. Participate on
DHHS Data Council and on DHHS standards work groups.

+ Plans or Planning Groups Established to Implement HIPAA Changes. N/A

COMMENTS:

Measures the agency takes to enforce or encourage compliance with standards: IHS enforces
compliance with standards by declining requests for contract renewa from prowders and vendors
who do not follow the agency’s requirements.

Measures the agency takes to assess the effects of standards: the agency assesses the effects of
gandards by developing basdine measures and performance indicators and encouraging their
adoption by IHS providers and by triba contractors. These measures include hedth status,
hedth practices, community involvement, some financid eements, some Hedthy People 2000
objectives, some HEDIS indicators, and some community-specific €ements.

The agency’s office of Public Hedlth has focused more on NCHS reporting than on HCFA
reporting; much payment data HCFA would collect is not collected for IHS beneficiaries.
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AGENCY: U.S. Department of Health and Human Services

National Institutes of Health, National Cancer Institute,
International Cancer Information Center

CONTACT:

Susan M. Hubbard, Director
International Cancer Information Center
9030 Old Georgetown Road

Bethesda, MD 20814

Phone: (301) 496-1773
E-mal: su@icic.nd.nih.gov

DATA-RELATED PROGRAMS:

The Internationd Cancer Information Center’s (ICIC) misson is to effectively disseminate state-
of-the-art information about cancer treatment and research worldwide. The mgor long term goa
of the ICIC is to provide appropriate information about cancer trestment and research to all
persons and organizations with a need for the information. Strategies for achieving the program
gods include removing technological, cost, and language bariers to obtaining ICIC information
products, defining the universe of potentid users of information about cancer treatment and
research and the needs of groups within that universe; and developing a plan for reaching groups
within that universe

Towards this end, the ICIC disseminates the Journal of the National Cancer Institute bimonthly
and provides two databases containing information about cancer research and trestment: the
Physician Data Query (PDQ) and the CANCERLIT database. ICIC provides eectronic access to
this data in a variety of ways including online access, facimile access, and access via the
Internet. ICIC is currently building a universal database server that will contain and disseminae
al scentific information collected by or created in the ICIC.

STANDARDS EMPLOYED:

Medicd data standards are not used in cregting the ICIC information collection, but are useful in
accessing that collection. They include a wide variety of standards such as ICD-9, CPT-4,
Snomed, ACR/NEM, HL7, etcetera

PURPOSE OF STANDARDS:
The standards described above, and others, will dlow individua users or automated medica
information systems to interface directly to ICIC data usng native nomenclatures.

SUBJECT AREAS COVERED:

The standards cover data including hedth status, the use and cost of hedth services, laboratory
and imaging standards, and genera clinical data for use in computer-based patient record
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systems.

STANDARDS  ACTIVITIES:

ICIC gaff monitor standards activities through the Hedth Information Standards Planning Pand,
the White House Information Infrastructure Task Force — Hedth Information Applications
Working Group, and through G7 activities.

DATA DICTIONARIES:

The ICIC universal database will support retrieval using a wide range of standard nomenclatures
as dored in the Nationa Library of Medicineg's Unified Medicd Language Sysem (UMLS).

PUBLICATIONS AND OTHER DISSEMINATION: N/A

PARTICIPATION INANSI-ACCREDITED AND OTHER STANDARDS DEVELOPMENT
ORGANIZATIONS:  NIA

HEALTH INSURANCE PORTABILITYAND ACCOUNTABILITYACT (HIPAA 1996)
RELATED ACTIVITIES:

« Key Personnel Assgned to HIPAA Implementation: N/A
» Reviews of HIPAA Related Transaction Standards Needs and Efforts: N/A
« Plans or Planning Groups Established to Implement HIPAA Changes. N/A

COMMENTS: N/A
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AGENCY: U.S. Department of Health and Human Services
National Institutes of Health, National Library of Medicine

CONTACT:

Betsy L. Humphreys, M.L.S.
Nationad Library of Medicine
8600 Rockville Pike
Bethesda, MD 20894

Phone: ( 301) 496-6921
Fax:  ( 301) 496-6923
E-mal: bth@nlm.nih.gov

DATA-RELATED PROGRAMS:

Although its basic services are focused on acquisition, organization, preservation, and access to
the published literature, NLM aso has severd programs related to biomedical and hedth data

« NLM'’s Nationd Center for Biotechnology Information builds and maintains GenBank, a
huge data base of molecular sequence data, and develops information systems that alow
researchers to contribute to the data base, to use it to aid their research, and to link it to
related biologica information sources.

« The Library collaborates with other Federd agencies to build and make avallable data banks
on the toxicologicad and environmentd effects of chemicas and on AIDS dlinicd trids and
experimenta drugs. NLM was recently assigned lead responghbility by the Director of NIH to
build a comprenensive clinica trids database.

« The Visble Human project has created high-resolution volumetric data sets for entire human
mae and female cadavers.

+ The Unified Medicd Language Sysem (UMLYS) project has developed a Metathesaurus that
integrates concepts and terms from about 50 different hedth-related vocabularies and
classfications in a single database format. Developers of hedth data systems can use the
Metathesaurus as a convenient and uniform source of controlled vocabulary for data credtion
aoplications.

o NLM’s Extramurd Grants program has a 25-year history of funding research related to the
development of clinicad information sysems and automated patient data More recently, as a
participant in the multi-agency High Performance Computing and Communications (HPCC)
program, the Library has funded research and development regarding hedth-rdated
goplications of the Nationd Information Infrastructure, including petient record systems, the
trandfer of data between the hedth care and public hedth systems, and ensuring the
confidentidity of eectronic hedth data
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STANDARDS EMPLOYED:

NLM uses a wide range of nationa and internationd standards for bibliographic and publication
data, including SGML (Standard Generdized Mark-up Language), standards for bibliographic
references, cataloging records, holdings data, and abbreviations of titles of journd articles.

The Library dso uses the Abstract Syntax Notation 1 (ASN-1) in the digtribution of molecular
biology data and has begun experiments with the use of XML for the digtribution of UMLS
knowledge sources.

PURPOSE OF STANDARDS:

NLM employs sandards to facilitate the integration of the Library’s bibliographic, molecular
biology, and vocabulary data into information systems throughout the world and the
incorporation of information generated esewhere into the Library’s systems and services.

SUBJECTAREAS COVERED:

Standards gpply to published literature; molecular biology data; chemicd, toxicologicd, and
environmental hedth data; and biomedicad and hedth-related nomenclature.

STANDARDS ACTIVITIES:

NLM is a voting member of the Nationd Information Standards Organization and from time to

time chairs or participates in committees developing specific library and information science-
related standards.

NLM currently chairs the DHHS Data Council Working Group on Internationd Hedth Data
Collaboration: G7 Nations, and represents NIH on the DHHS Data Council’s Committee on
Hedth Data Standards and Interdepartmental Health Privacy Working Group.

From 1995-97, NLM provided support for the development and extension of the DICOM
standard and related work on aigning HL7 and DICOM.

NLM paticipated in the ANSI HISPP (Hedth Informatics Standards Planning Panel)
Vocabularies and Codes Working Group.

In 1996-7, NLM and AHCPR sponsored an Internet-based Large-scale Vocabulary Test to
determine the extent to which a set of controlled vocabularies cover the concepts and terms
needed in hedth care and public hedth gpplications. The results of the test, were published in
the November 1997 issue of JAMIA, The Journd of the American Medicd Informatics
Asociation. The results indicate that the set of exigting vocabularies contain a subgtantia
magority of the concepts required to describe patient conditions in computer-based patient
records. A combination of vocabularies provides substantialy better coverage of these concepts
than any single vocabulary does.
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NLM has initiated a collaborative effort involving the American Medicd Association, the
College of American Pathologists, and the Nationa Center for Hedth Statistics to develop
dandard formats for mapping detailed clinical vocabularies to datisticad and hbilling codes.
DATA DICTIONARIES:

NLM maintains data dictionaries for its bibliographic, thesaurus, molecular biology, and
chemistry and toxicology data

The UMLS Metathesaurus will be the vehide for public distribution of HL7’s decisions about
which vocabulary terms are vaid vaues for specific parts of HL7 messages.

PUBLICATIONS AND OTHER DISSEMINA TION:

NLM maintains data dictionaries for its bibliographic, thesaurus, molecular biology, and
chemidry and toxicology data

The UMLS Metathesaurus will be the vehicle for public digtribution of H[7’s decisons about
which vocabulary terms are vaid vaues for specific parts of HL7 messages.

PARTICIPATION INANSI-ACCREDITED AND OTHER STANDARDS DEVELOPMENT

ORGANIZATIONS:
As stated above:

« NLM is a voting member of the Nationd Information Standards Organization, an
ANSI-accredited SDO.

+ The UMLS Meahesaurus will be the vehicle for public digtribution of HL7 decisons about

which vocabulary terms are vdid vaues for specific parts of HL7 messages. HL7 is an
ANSI-accredited SDO.

HEALTH INSURANCE PORTABILITY AND ACCOUNTABILITY ACT (HIPAA 1996)
RELATED ACTIVITIES:

o Key Personnel Assigned to HIPAA Implementation: Betsy L. Humphreys is co-chair of

the Codes and Classfications Implementation Team for HIPAA Adminidrative
Smplification.
+ Reviews of HIPAA Related Transaction Standards Needs and Efforts: N/A
« Plans or Planning Groups Egtablished to Implement HIPAA Changes. N/A

COMMENTS: N/A
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AGENCY: U.S. Department of Defense

CONTACT:

Marco Johnson and Glenn Sperle

Office of the Assgant Secretary of Defense (Hedth Affairs)

TRICARE Management Activity

Information Management, Technology & Re-enginesring

Function Integration & Data Adminidration

Data Adminidration

Five Skyline Place, Suite 8 10

5 111 Leesburg Pke

Falls Church, VA 2204 1-3206

Phone (703) 68 1-56 11

Fax: (703) 681-8845

E-mall: marco.johnson@tma.osd.mil
glenn.sperle@tma.osd.mil

DATA-RELA TED PROGRAMS:

This office participates in the Department of Defense's data standardization program by
developing standards needed to support the changing business of the Military Hedth System
(MHS). This includes data to support such activities as medica readiness, force hedth
protection, managed care, immunization, credentias, and patient-based records keeping. The
MHS is ds0 a Tri-sarvice activity including the Army, Navy, and Air Force hedth/medica
communities. The Office of the Assstant Secretary of Defense (Hedth Affars) is partnering
with the Department of Veterans Affars, Depatment of Hedth and Human Services, and others
to develop a government computer-based patient record. This office publishes as a directive the
MHS Glossary that is based on hedth and medicd terms and definitions used Department of
Defense-wide. Glossary and data standards activities are tied to the forma forms and reports
management programs. An enterprise approach to data standards development and use is taken
from the policy and management level to modeling functiond requirements for computer
applications.

STANDARDS EMPLOYED:

Hedth industry standards are incorporated and used by the MHS as gppropriate Hedlth industry
sandards are reviewed and applied to influence Military Hedth Sysem standards modds and
Department of Defense standards. For example, American Standards Committee XI2 series,
Hedth Levd 7, Hedth Insurance Portability and Accountability Act, and other hedth industry
standards are used.

PURPOSE OF STANDARDS:

The gtandards are used in MHS policy, forms, and reports management programs and computer
gpplications to achieve better sharing of data and interoperability of systems, both within the
MHS and among the other DoD and civilian systems, and in the selection process to acquire
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commercid off-the-shef products. The one set of standards are organized into a forma directive
and published as a MHS Glossary.
SUBJECTAREAS COVERED:

The subject areas covered by the data adminigtration group include al aspects of military hedth
force protection, readiness and managed care. This includes data needed to provide and manage
clinical services, resources, to provide medica logistics support, and to make executive
decisons.

STANDARDS ACTIVITIES:

Standards activities include developing new standards and coordinating them across the three
services, with other DoD functiond aress, the Depatment of Veterans Affars, the Department of
Hedth and Human Services, the Department of Commerce, and with industry. Standards
activities begin a the management level where policy, directives, manuds, and other
communications use standard terms and definitions that are the bass of forma data standards.
Standards activities are imbedded in the forma forms and reports management programs. These
gandards are used in business processes and aso include assigting developers to implement the
dandards in the computer systems. This office so works with the Federal Chief Information
Officer dandards committee. The Militay Hedth Sysem Daa Program is building a Daa
Regigry. This project includes components of the Hedth Insurance Portability and
Accountability Act, Military Hedth System standards, Department of Defense standards, and
others. The Depatment of Hedth and Human Services and the Environmental Protection
Agency are partners with the Military Hedth Sysem Data Program Office in this deta registry
project.

PARTICIPATION INANSI-ACCREDITED AND OTHER STANDARDS DEVELOPMENT
ORGANIZATIONS:

The Department of Defense and the Military Hedth System work extensvely in ANSI accredited
and other gandards development organizations. Work is conducted by providing guidance and
by voting in ASC XI| 2 insurance data modeling for eectronic data interchange transactions and
other groups. Work is aso conducted on the model-based strategic planning for ASC XI2 future
direction. The office is completing a comparaive andysis with the Department of Defense,
Military Hedth Sysem functional area models and the Hedth Leve-7 modd for exchanging
data among clinica systems. The office adso provides data models to various standards
development organizations via public access to the Internet gSte.

DATA DICTIONARIES:

The data dictionary project is part of the overall methods and technology framework employed to
support the full data life cycle. This is part of a data architecture that includes a top down
goproach from management glossaries to computer system data dictionaries. Migration system
data dictionaries are regisered in the Defense Data Dictionary system aong with DOD-approved
gandard data eements. Both gpproved and developmentd data eements are recorded in the
MHS Functiond Area Modd - Data (FAM-D). All new data dictionaries are supposed to be
model-based and drive from logicad modes to physicd models to build reusable components in a
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vaiety of implementations. Some data dictionary projects are now part of the enterprise data
warehouse project where data standards are being implemented from a different view.

PUBLICATIONS AND OTHER DISSEMINA TION:

The main source of publications is the hedth information resources service. This online
cgpability is a http://www.hirs.osd.mil/mhss/. Verdon control of some publications is managed
to incorporate new business practices and data standards. The primary products are the Military
Hedth Sysem Functiond Area Modd-Daa and Military System Functiond Area Model-
Activity. The functiond area models are the foundation of overdl data qudity activities.

HEALTH INSURANCE PORTABILITY AND ACCOUNTABILITY ACT (HIPAA 1996)
RELATED ACTIVITIES:

o Key Personned Assigned to HIPAA Implementation:

Marco Johnson is the DoD MHS voting representative to the Federa Inter-agency Hedth
Data Standards Committee hosted by the Department of Hedth and Human Services. Mr.
Glenn Sperle and LIoyd Anderson are Senior Operations Researchers working on DHHS
teams and serve as coordinators of the DoD members to HIPAA Implementation Teams.

+ Reviews of HIPAA Related Transaction Standards Needs and Efforts;

The DoD Military Hedlth System conducts model-based reviews of the HIPAA transaction
gandards and conducts mapping and gaping andysis of the HIPAA transactions to the
current DoD, MHS data standards and measures the impact of the transactions to the
operationd automated information systems to determine the degree of change needed.

« Plans or Planning Groups Established to Implement HIPAA Changes:

DoD HIPAA assessment and planning sessions take place as part of the chartered MHS Data
Program Work Group. Specific gaff is identified from dl parts of the Military Hedth
System organization and dl partners (managed care contractors). Issues are identified and
being worked. The data staff has derted the full organization about HIPAA and work
sessons are under way.

COMMENTS:

This office recommends that a Federal agency be designated as custodian of a Federd Hedlth
Services modd. This modd should tie together the Federd Hedth business across dl
Depatments. The States can use this modd. This office recommends that the Military Hedth
System Mode be used as a gtarting point. This modd was first developed in 1990 and as of
January 1999 continues to be validated by the Hedth community. This modd is being used to
jump-start the Government Computer-based Patient Record (GCPR) project. The GCPR project
includes the Depatment of Defense, Department of Veterans Affars, The Depatment of Hedth
and Human Services, and others.
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This recommendation would save the rest of the hedth standards community thousands, perhaps
millions of hours of work and dso dreamline the standards process. This publication is aready
being used as government furnished information for acquisition purposes in the Depatment of
Defense, Assgant Secretary of Defense for Hedth Affars. The data qudity in the government
will increase if the entire process of developing and publishing data standards, terms, and
definitions, etc. were model based.

This office believes it is imperative that the Agency for Hedth Care Policy and Research be the
source for model-based policy and model-based research. Tools and techniques are in place and
products are avalable for vaidation by the Federa hedth community. Now is the time to
respond to this hedth business need. This will dlow structured research to support policy
options.
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AGENCY: U.S. Department of Energy

CONTACT:

Janet Macon

Office of Occupationd Safety & Hedth Policy (EH-51)
1990 1 Germantown Road

Germantown, MD 20874

Phone: (301) 903-6096
Fax: (301) 903-8497
E-mall:  janet.macon@eb.doe.gov

DA TA-RELA TED PROGRAMS:

The Office of Environment, Safety and Hedth accident recordkeeping and reporting program
includes collection and andyss of DOE and DOE contractor reports of injuries, illnesses, and
other accidents that occur during DOE operations. It aso includes exposure information such
as hours worked, miles driven, property vauation, etc. that can be used to caculate accident
rates. This information is measured and tracked in the Computerized Accident/Incident
Reporting System (CAIRS). Incidence rates and the number of cases avalable from this
system ae andyzed to identify trends, potentid hazards, and prioritize means for improvement
of safety and hedth performance.

STANDARDS EMPLOYED:

The recordkeeping criteria for occupationa injuries and illnesses are based on OSHA guidelines
for recording occupationd injuries and illnesses. Property and vehicle damage reporting is vaue
based. The current thresholds for property and vehicle damage reporting are $5,000 and $1,000
respectivdy.  Occupationd injury and illnesses data is coded by occupation, nature of the injury,
pat of body affected, source of the injury/iliness, and type of injury/iliness.

PURPOSE OF STANDARDS:

The standards are used to facilitate comparisons with data collected from DOE and externd data
SOUrces.

SUBJECTAREAS COVERED:
The subject areass covered include dl recordable accidents (injury/iliness, property, and vehicle)
that occur during DOE operations.

STANDARDS  ACTIVITIES:
Development of standard codes for environment, safety, and hedlth databases.
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DATA DICTIONARIES:

A users manud and coding manud is avalable for CAIRS. These documents identify data
fidlds and codes.

PUBLICATIONS AND OTHER DISSEMINATION:

Occupationa Injury and Property Damage summary reports are summarized and made available
online fallowing the end of each quarterly ‘collection period. The anua summary report
includes summary tables and andyss. Access to CAIRS is available to staff of DOE and DOE
contractor organizations. Access to sendtive data requires specia authorization. Through the
database users can access CAIRS Standard Reports, Basic Reports, Logs, and Search and
Distribution. The Standard Reports provides easy access to preformatted reports. The CAIRS
logs dlow users to easily prepare listings of accident cases by organization, date, and type of
case. The CAIRS Basic reports dlow users some flexibility in determining the data eements to
be included in each report. The CAIRS search and distribution option provides the capability of
performing detailed searches of the CAIRS data and displaying the results in user defined
reports.

PARTICIPATION INANSI-ACCREDITED AND OTHER STANDARDS DEVELOPMENT
ORGANIZATIONS: None reported.

HEALTH INSURANCE PORTABILITYAND ACCOUNTABILITYACT (HIPAA 1996)
RELATED ACTIVITIES:

+ Key Personne Assigned to HIPAA Implementation: None reported.
+ Reviews of HIPAA Related Transaction Standards Needs and Efforts. None reported.
o Plans or Planning Groups Egtablished to Implement HIPAA Changes. None reported.

COMMENTS:
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AGENCY: U.S. Department of Justice
Office of Justice Programs, Bureau of Justice Statistics

CONTACT:

Michad Rand, Chief
Victimization Statigics Branch
810 7" Street NW
Washington, D.C. 2053 1

Phone: (202) 6 16-3494
Fax: (202) 307-1463
E-mall: randm@ojp.usdoj .gov

DATA-RELATED PROGRAMS:. Nationa Crime Victimization Survey (NCVS). DOJ is dso
implementing a State prison hedthcare information survey. The contact point for that survey is
Ms. Paula Ditton. Her telephone number is (202) 305-9014. She can dso be contacted at her E-
mail address dittonp@ojp.usdoj .gov.

STANDARDS EMPLOYED: N/A
PURPOSE OF STANDARDS: NIA

SUBJECTAREAS COVERED:

Data covered in the NCVS incdude injuries inflicted during crimes of violence including: nature
of the injuries, medica trestment received;, medica insurance coverage; and days lost from work.
The survey of state and loca prisons provides data on the hedth problems of inmates as wdll as
types of trestment they receive.

STANDARDS ACTIVITIES: N/A

DATA DICTIONARIES:

Data from the NCVS is available through the Nationa Archive of Crimina Jugtice Daa
(NACIJID), 1-800-999-0960.

PUBLICATIONS AND OTHER DISSEMINATION:

Publications are available online from the Bureau of Justice Statistics World Wide Web gte:

www:ojp.usdoj.gov/bjs, or from the Nationd Criminal Justice Reference Service, 1-800-732-
3277. A report summarizing the menta hedth data obtained from the State prison survey will
appear in the summer of 1999.

PARTICIPATION INANSI-ACCREDITED AND OTHER STANDARDS DEVELOPMENT
ORGANIZA TIONS: N/A
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HEALTH INSURANCE PORTABILITYAND ACCOUNTABILITYACT (HIPAA 1996)
RELA TED ACTIVITIES:

+ Key Personnd Assigned to HIPAA Implementation: N/A
« Reviews of HIPAA Related Transaction Standards Needs and Efforts: N/A
« Plans or Planning Groups Egtablished to Implement HIPAA Changes. N/A

COMMENTS: N/A
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AGENCY: U.S. Department of Labor
Bureau of Labor Statistics

CONTACT:

William L. Weber

Office of Safety, Hedth, and Working Conditions
2 Massachusetts Avenue, NE

Room 3180

Washington, D.C. 202 12

Phone: (202) 606-6304
Fax: (202) 606-6310

DATA-RELATED  PROGRAMS:

The Bureau of Labor Statistics (BLS) occupational safety and hedth datistics program includes
the annua Survey of Occupationd Injuries and Ilinesses that reports information on non-fatal
work-related accidents and the Census of Fata Occupational Injuries. The program provides
information on the number and incidence of job-rdated injuries, illnesses, and fatdities by
Standard Indugtrid Classfication (SIC). For non-fatd injuries and illnesses that involve
recuperation away from work, demographic data about the injured and ill workers is reported
dong with detalls about the circumstances of the injuries and illnesses. Information about
workplace fatalities are available by occupation and other worker characteristics, equipment
being used, and circumstances of the event.

STANDARDS EMPLOYED:

The BLS occupationd injury and illness data is classified by industry using the Standard
Industrial Classfication (SIC) system. The occupations of the injured and ill workers are coded
usng the Bureau of Census occupationd cdlassfication sysem. The injury and illness
characterigtics (nature of injury / illness, part of body affected, source of injury / illness, and
event or exposure leading to the injury / illness) are classfied according to the BLS Occupationa
Injury and lliness Clasdfication system.

PURPOSE OF STANDARDS:

The standards dlow descriptive information about work related injuries and illnesses to be
classfied in formats that can be tabulated, compared, and published.

SUBJECTAREAS COVERED:

The Survey of Occupationd Injuries and Ilinesses gathers data on non-fata occupationd injuries
and illnesses that occur during the reference year to workers in private industry, except on farms
with fewer than 11 employees. The Census of Fatal Occupationa Injuries covers fatal traumetic
injuries during the reference year to workers in both private industry and the public sector
including the sdf-employed.




Selected Federal Agencies

STANDARDS ACTIVITIES: NIA
DATA DICTIONARIES: N/A

PUBLICATIONS AND OTHER DISSEMINA TION:

News releases for the Survey of Occupationd Injuries and Ilinesses are available in two releases:
1) case counts and incidence (frequency) rates by industry in December following the reference
year, ahd 2) case characteristics and worker demographic profiles the following April. The news
release for the Census of Fatd Occupationa Injuries is avalable in August following the
reference year. A bulletin, Occupation Injuries and IlInesses.. Counts, Rates, and
Characterigtics, that reports comprehensive data from the survey is published for each reference
year. Anannua report, Fatal Workplace Injuries: A Collection of Data and Analysis, reports
detaled fatdity information and includes research articles about high-risk jobs. Extendve tables
reporting information on both fata and non-fatal job-related injuries and illnesses is available on
the Internet a: http://stats.bls.gov/oshcont.htm.

PARTICIPATION INANSI-ACCREDITED AND OTHER STANDARDS DEVELOPMENT
ORGANIZATIONS: Member, ANSI Z16 committee.

HEALTH INSURANCE PORTABILITYAND ACCOUNTABILITYACT (HIPAA 1996)
RELATED ACTIVITIES:

« Key Personnel Assigned to HIPAA Implementation: N/A
+ Reviews of HIPAA Related Transaction Standards Needs and Efforts. N/A
« Plans or Planning Groups Established to Implement HIPAA Changes. N/A

COMMENTS: N/A




Selected Federal Agencies

AGENCY: U.S. Department of State

CONTACT:

Jennifer L. Grise, CFNP
Divison of Medicd Informatics
Office of Medica Services
SA-1, Room L213

Columbia Plaza

U.S. Department of State
Washington, DC 20522

Phone: 202-663- 1690
E-mail: grisejl@ms2906wpoa.us-state.gov

DATA-RELA TED PROGRAMS:

The Office of Medica Services is the hedth care organization with the reponsbility mandated
by the Office of the Director Generd of the U.S. Foreign Service to maintain and promote the
hedth of FS employees and ther families sarving in over 250 locations worldwide.  This
includes hedth maintenance activities, acute hedth care sarvices, and facilitating access to hedth
care.

The Depatment of State is engaged in developing two data base management systems to support
this hedth care program. The fird sysem, in testing now, is the Worldwide Hedth Resources,
Risks and Recommendations System, designed to integrate legacy data together with disparate
information from over 150 overseas medica program dtes.  In early devdopment is the
Department of State Electronic Medical Record system, integrating an Oracle doms and a COTS
interface with imaged medica records and customized laboratory and radiology dbms.

STANDARDS EMPLOYED:

DoS is committed to use of hedth industry standards in managing data. The Nationa Library of
Medicine' s Unified Medicd Language System (UMLS) will be gpplied, as wdl as HL7 transfer
protocols. Other DHHS, and JCAHO information management standards and guidelines are
sought for gpplication as relevant. ICD-9-CM standards are used in disease, condition, and
procedure reporting.

PURPOSE OF STANDARDS:

Compliance with data sandards will be essentid in data analysis within the DoS’ hedth care
organization, as wel as dlowing comparability to other appropriate U.S. patient population data
resding with other organizations such as CDC, eic.

SUBJECTAREAS COVERED:

Capability of foreign hedth care sysems worldwide, located in areas where FS personnd live
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and work, to support adequate care. Capability of DoS Medicd Program daffed in 56 locations
worldwide, to support adequate care, including referras, hospitdizations, and medevacs. Hedth
risks and recommendations unique to foreign work environments. Documentation of al Medicd
Program patient encounters.

STANDARDS  ACTIVITIES:

Development of medicd informatics data standards for the Depatment of State Office of
Medicd Services programs, across al exiging and in-devdopment database management
systems.

Paticipates in the interagency Data Working Group (DAWG). Paticipate in UMLS. No
involvement in standard setting bodies at this time. Standards activities are monitored by
Divison of Medicd Informatics Saff.

DATA DICTIONARIES:

Will use UMLS data dictionary, once design of Department of State Electronic Medicd Record
System is detailed and fixed. Will assess whether a unique DoS Data Dictionary System should
be defined before complete development of EMR.

PUBLICATIONS AND OTHER DISSEMINATION:

Will be published in Department of State policy and procedure documentation. Will be available
when future web dte is up.

PARTICIPATION INANSI-ACCREDITED AND OTHER STANDARDS DEVELOPMENT
ORGANIZATIONS: N/A

HEALTH INSURANCE PORTABILITYAND ACCOUNTABILITYACT (HIPAA 1996)
RELA TED ACTIVITIES:

o Key Personnd Assigned to HIPAA Implementation:
Jennifer Grise, as above, until saff is expanded.
+ Reviews of HIPAA Related Transaction Standards Needs and Efforts:

Medicd record imaging standards for the organization are currently under review.
Recommendations for organization in draft. Transaction standards for COTS product for
EMR st in 1997 for sdection of vendor. Work on specific compliance to begin in February
1998

« Plans or Planning Groups Established to Implement HIPAA Changes:.
To be addressed in Information Strategic Plan, estimated completion in late 1998.

COMMENTS: N/A
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AGENCY: U.S. Department of Transportation
National Highway Traffic Safety Administration, Emergency

Medical Services Division

CONTACTS:

Jeff Miched, Chief

EMS Divison

NHTSA

Department of Transportation
Room 5 130, Mail Stop (NTS 14)
400 7* Street, SW.

Washington, D.C. 20590

Phone: (202) 366-4299
FAX: (202) 366-7721
E-mal:  jmichad @nhtsadot.gov

DATA-RELATED  PROGRAMS:

Garry B Criddle, R.N.

EMS Divison

NHTSA

Department of Transportation
Room 5130, Mail Stop (NTS14)
400 7" Street, SW.

Washington, D.C. 20590

Phone: (202) 366-9794
FAX: (202) 366-7721
E-mal: gcriddle@nhtsadot.gov

The agency supports development of twelve Nationa Standard Curricula for emergency medica

sarvices and emergency medica technicians. The agency supports the linkage of information

from police crash reports, ambulance run sheets, hospita discharge data, and coroners reports. In

cooperation with other agencies and parties, the agency developed the Uniform Pre-Hospital

Data Set that in a consensus process defined data dements that should be used on ambulance run

reports.

STANDARDS EMPLOYED:

The EMS Divison develops voluntary guiddines for the delivery of pre-hospita emergency care
in cooperation with states and professonal organizations. These standards are adopted by States

and incorporated into State required training materids. The guideines are intended to improve
the quality of emergency medicd care by incorporating best practices into training meterias.

The Nationd Standard Curricula provide continuity of traning materias for dl states and

territories.

DOT has a congressond mandate regarding emergency medica services (PL 89-564,1966).

PURPOSE OF STANDARDS:

Each State has the responshility of defining the State requirements for training of emergency
medica technicians. The States generdly adopt the DOT Nationa Standard Curricula as the

State required level of training. Although they are guiddines, the Nationd Standard Curricula
promote uniformity across the country and limit Sate-to-date variaion in the scope of practice

and in educationd programs.
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SUBJECTAREAS COVERED:

« Nationd Standard Curricula for traning emergency medicd technicians,
« Qudity Asaurance for emergency medica services,

« Future trends in out-of-hospital emergency medica care;

« Projected pre-hospita research agenda;

o Stae assessments of emergency medica services,

« The Nationd EMS Education and Practice Blueprint; and

+ Public education concerning bystander care for the injured.

STANDARDS ACTIVITIES:

Agency personnd participate in standards-setting bodies such as the ASTM F30 Committee on
Emergency Medica Services. The EMS Divison uses a consensus building process for
development of Nationd Standard Curricula and other system operation guiddines.

LINKS WITH OTHER AGENCIES:

The EMS Divison works dosdy with HRSA’s Maternd and Child Hedth Bureau in
adminisering the Emergency Medicd Services for Children’s program. The Divison

participates on the Federd Interagency Committee on Emergency Medicd Services as well as
with other Federal agencies and professiona organizations on its various EMS projects.

DATA DICTIONARIES:

The Uniform Pre-Hospitd Data Set which proposes guidelines for data collection in Ambulance
Run Reports.

PUBLICATIONS AND OTHER DISSEMINATION:

« Tweve Nationa Standard Curriculg,

« The EMS Agenda For the Future,

+ The EMS Agenda for the Future Implementation Guide,

« The Guiddines for Qudity Improvement Programs,

« The Firg There..First Care Program,

« The Make the Right Cadl Campaign, and other documents specific to emergency medica
sarvices activities,

The EMS Divison's World Wide Web home page is
http://www.nhtsa.dot.gov/people/injury/ems.

PARTICIPATION INANSI-ACCREDITED AND OTHER STANDARDS DEVELOPMENT
ORGANIZATIONS: Asinvited.
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HEALTH INSURANCE PORTABILITYAND ACCOUNTABILITYACT (HIPAA 1996)
RELATED ACTIVITIES:

o Key Personnel Assigned to HIPAA I mplementation: N/A
+ Reviews of HIPAA Related Transaction Standards Needs and Efforts: N/A
« Plans or Planning Groups Established to Implement HIPAA Changes. N/A

COMMENTS:

Assessments of Effects. The EMS Divison is sponsoring research on EMS to assess the effect
of emergency medicd care on morbidity and mortdlity.
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AGENCY: U.S. Department of Veterans Affairs
Veterans Health Administration

CONTACTS:

Robert M. Kolodner, M.D.,

Asociate Chief  Information  Officer

for Busness Enterprise Solutions & Technologies (19 1)
Depatment of Veterans Affars

8 10 Vermont Avenue, N. W.

Washington, D.C. 20420

Phone: (202) 273-8663
Fax: (202) 273-9386/87
E-mail:  rob.kolodner@hqg.med.va.gov

Gregg R. Seppala, Steven Wagner

Data Adminigtrator (192) Office of the Chief Information Officer
Depatment of Veterans Affars Depatment of Veterans Affairs

840 Colesville Road, Suite 200 718 Smyth Road

Silver Spring, MD 209 10 Manchester, NH 03 104

Phone: (301) 427-3700 Phone: (603) 624-4366, ext. 6780

Fax: (301) 427-3711 Fax: (603) 624-6578

E-mal: gregg.seppda@med.va.gov E-mal: devewagner@med.va.gov

DATA-RELATED PROGRAMS:

As the second largest of the 14 Cabinet Departments, The Department of Veterans ‘Affairs
manages one of the largest automated medical care systems in the nation through its Veterans
Hedth Adminigration (VHA). VISTA (Veterans Hedth Adminidration Information Systems
and Technology Architecture) provides the rich automated environment that supports day-to-day
operations a VA hedth care facilities. This system incorporates VHA’s previous information
sysem ~— the Decentralized Hospitd Computer Program — into a new, open system,
client/server based environment including workgtations with grgphical user interface, software
developed by VA employees, links to commercia-off-the-shef software, and future
incorporation of new technologies including Intranet and Internet. All VA facilities are
electronicaly interconnected to centrdized databases for adminidrative and clinicd use. The
interconnection alows data exchange throughout the entire VHA network.

STANDARDS EMPLOYED:

VHA has developed a portfolio of over 120 software applications written in the M (formerly
MUMPS) American Nationd Standards Ingitute (ANSl) standard programming language. The
gpplications are based on a single data dictionary, which implements a standard set of data
elements and data values.
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VHA uses dandard medica coding and classfication systems, including: Physcians Current
Procedural Terminology (CPT); Diagnostic and Statiticd Manua of Menta Disorders, Fourth
Edition (DSM-1V); Hedth Care Financing Adminigtration Current Procedura Coding System
(HCPCYS); Internationd Classfication of Diseases, Ninth Revison (ICD-9); Internationa
Classfication of Diseases, Ninth Revison, Clinicad Modification (ICD-9-CM); Systematized
Nomenclature of Human And Veterinary Medicine (SNOMED); and Logica Observations.
Identifiers, Names, Codes (LOINC), and the ANSI ASC (Accredited Standards Committee)
X12N Hedth Care Provider Taxonomy. VHA uses the Accredited Standards Committee (ASC)
X12, Hedth Levd Seven (HL7), the ISO/IEC (International Organization for
Standardization/International  Electrotechnicdl  Commisson) Standard 11179 Specification and
Sandardizetion of Data Elements, and the Digita Imaging and Communications in Medicine
(DICOM) I gandards for exchanging hedth care information between hedth care facilities and
among applications.

VHA has devdoped a sandard clinicd lexicon for use in dl gpplications. The clinicd lexicon is
based on the Nationa Library of Medicine Unified Medical Language System (UMLS). VHA
has aso undertaken the cregtion of a Master Patient Index to uniquely identify and enumerate
patients. The Magter Patient Index mantains unique patient control numbers and a list of current
faclities where the patient has been seen. VHA is consdering implementing the nationd
provider and payer identification systems tha are being developed by the Hedth Care Financing
Adminigration (HCFA).

PURPOSE OF STANDARDS:

The standards are implemented in VHA software gpplications and specified in applicable
contracts for commercia products and services to ensure consistent representation of data and to
fecilitate the exchange of data between hedth care facilities.

SUBJECTAREAS COVERED:

The subject areas cover include virtualy al aspects of hedth care and hedth dtatus, such as
electronic medica records, exchange of clinicd information; ancillary tests and procedures;
ingrument interfaces;, demographic, financid and digibility information; scheduling
information, privacy, data adminigration, confidentidity, and security.

STANDARDS ACTIVITIES:

VHA representatives participate in numerous informatics standards groups, including the
American National Standards Ingtitute (ANSI) Hedthcare Informatics Standards Board,
American Society for Testing and Materids (ASTM) Committee E3 1 on Hedthcare Informatics,
ASC X12N-Insurance Subcommittee, DICOM Il1, Inditute of Electricd and Electronics
Engineers (IEEE) and HL7. They attend meetings, propose improvements to existing standards,
identify new standards that are needed, and review and comment on balots of proposed

gandards. VHA dso develops interna standards when externd standards are not available or not
applicable.
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DATA DICTIONARIES:

The ANSI M programming language and the VA FileMan data dictionary provide an interna
standard for representing data in VHA applications. VHA is dso developing a corporate data
regisiry based on the recommendations in ISO/IEC Standard 11179. VHA uses standard
reference data sets, including CPT, DSM-IV, HCPCS, ICD-9-CM, LOINC, and SNOMED
codes.

PUBLICATIONS AND OTHER DISSEMINATION:

Internd standards are disseminated through policy and other manuas. These manuds are
digributed in both printed and eectronic form; the latter though a VA Web page
(http://www.va.gov), eectronic mail, and the bulletin board. VHA has made arrangements with
the HL7 Committee and the American Society for Testing and Materids to digtribute their
sandards eectronicaly throughout VHA. Other externad standards activities are reported and
digributed through eectronic mail.

PARTICIPATION INANSI-ACCREDITED AND OTHER STANDARDS DEVELOPMENT
ORGANIZA TIONS:

VHA representatives serve on international, nationd, and interagency standards organizations
and committees, including: Globa Information Infrastructure — G7 Globa Hedthcare
Applications — International Harmonisation of Use of Data Cards in Hedthcare Sub-project;
HHS Data Council — Joint Working Group on Telemedicine, Interagency Hedth Privacy
Working Group, and the Committee on Hedth Data Standards, ASTM Committee E3 1 on
Hedthcare Informatics; ANSI Healthcare Informatics Standards Board; 1SO TC2 15 on Hedlth
Informatics; ASC XI 2N~ Insurance Subcommittee; DICOM 11; IEEE; and HL7. VHA
representatives attend standards meetings, propose improvements to existing standards, identify
new standards that are need, and review and comment on ballots of proposed standards. VHA
aso provides funds to support an HL7 Government Projects Specia Interest Group to expedite
processng of proposals that benefit the Government Computer-based Petient Record (GCPR)
initiative.

HEALTH INSURANCE PORTABILITY AND ACCOUNTABILITY ACT (HIPAA 1996)
RELATED ACTIVITIES:

VHA is a member of the HHS Data Council — Committee on Hedlth Data Standards and has
representatives participating in various work groups that are addressng the Adminidrative
Smplification provisons of the Hedth Insurance Portability and Accountability Act of 1996.

+ Key Personne Assigned to HIPAA Implementation:

Robert M. Kolodner, M.D.

Asociate Chief Information Officer (19 1)
Depatment of Veterans Affars

8 10 Vermont Avenue, N. W.

Washington, D.C. 20420
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Phone: (202) 273-8663
Fax: (202) 273-9386/87
+ Reviews of HIPAA Rdated Transaction Standards Needs and Efforts;

VHA is developing a process to sandardize its hedth insurance clams and remittance
processing activities through eectronic deata interchange usng ANS XI 2 gandards. VA will
use value added network(s) to trandate transactions to proprietary carrier formats, including
paper UB-92s and HCFA-1500 where necessary, to accomplish a clam. All data transmitted
between the VA and its vaue added network(s) will be formatted according to ANSI XI2
gandards. VHA will begin usng TS 837, Hedth Care Clam and TS 997, Functiona
Acknowledgment. Transaction Segments planned for future implementation aret T.S. 277,
Hedth Care Status;, T.S. 835, Hedlth Care Payment/Remittance Advice; TX 270, Hedth Care
Eligibility/Benefit Information; and T.S. 276, Request for Status of Hedth Care Clam.

o Plans or Planning Groups Egtablished to Implement HIPAA Changes.

VHA plans to implement the recommendations of the Nationd Committee on Vitd and
Hedth Statidics reating to the Adminigraive Smplification provisons of the Hedth
Insurance Portability and Accountability Act of 1996.

COMMENTS:
There is a need for a sandard dinicd terminology, especidly in areas such as mentd hedth.

Proposed legidation concerning privacy, confidentidity, and security will, if enacted,
gonificantly affect VHA.
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AGENCY: Consumer Product Safety Commission

CONTACT:

Arthur K. McDonald, Director

Divison of Hazard and Injury Data Systems
U.S. Consumer Product Safety Commission
4330 East West Highway

Bethesda, MD 208 14-4408

Phone: (301) 504-0539, ext. 1249
Fax: (301) 504-0038

DATA-RELATED  PROGRAMS:

CPSC is an independent Federd regulatory agency, charged with responshility for reducing the
risk of injury and deeth due to consumer products. In order to measure and track injuries and
deaths related to consumer products, the Commisson operates a number of data systems, among
which are the following:

The National Injury Surveillance System (NEISS), a hospitd emergency department
survelllance system designed to collect consumer product related injuries on an ongoing daly
basis in a timely manner, is the Commisson’'s primary data sysem. In 1997, 10 1 hospitd
emergency departments in the U.S. and its territories comprise a probability sample of dl
such hospitd emergency departments. The Commisson contracts with each participating
hospitd to provide survelllance data derived from emergency department records. Generdly,
these data are coded and entered into personal computers by hospital employees. A persona
computer a¢ CPSC headquarters collects the data nightly via another unattended persona
computer. In addition to providing valuable surveillance data, the cases collected serve as a
sampling frame for follow-back investigations of specific hazard types. '

The CPSC Death Certificate Project is designed to provide product data for a limited
number of ICDA E Code categories purchased from the 50 states, the Didtrict of Columbia
and New York City. Contracts are negotiated with each state to provide the in-scope death
certificates in as timdy a manner as is feasble. Those death certificates whose narrative
provides sufficient detail are coded with CPSC’s numeric product code and entered into a
computer database. The number of death certificate categories purchased each year is subject
to the available funds, and has varied over time.

The Injury and Potential Injury Incident (IPII) file includes anecdota data from many
different sources. consumer complaints, newspaper dippings, medical examiner/coroner
reports, fire departments, etc. These reports often serve to dert CPSC staff regarding
hazardous or potentidly hazardous consumer products.

STANDARDS EMPLOYED: NIA

PURPOSE OF STANDARDS: N/A
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SUBJECTAREAS COVERED:

CPSC has jurisdiction over products customarily produced for sde to or use by consumers.
Some excluded categories include motor vehicles, aircraft, firearms, pesticides and medical
devices.

STANDARDS ACTIVITIES:

The Commission has the authority to mandate product standards, athough standards may be
developed voluntarily by industry groups.

DATA DICTIONARIES:

CPSC has developed its own data dictionaries and coding manuas specific to each database.

PUBLICATIONS AND OTHER DISSEMINATION:

The Nationd Injury Information Clearinghouse serves as CPSC’s information link to the public.
Freedom of Information requests are handled by the Office of the Secretary. One avalable
document is the Consumer Product Safery Review, published quarterly and available through the
Superintendent of Documents.

PARTICIPATION IN ANSI-ACCREDITED AND OTHER STANDARDS DEVELOPMENT
ORGANIZATIONS: NIA

HEALTH INSURANCE PORTABILITYAND ACCOUNTABILITYACT (HIPAA 1996)
RELA TED ACTIVITIES:

o Key Personne Assigned to HIPAA Implementation: N/A

+ Reviews of HIPAA Related Transaction Standards Needs and Efforts. N/A
« Plans or Planning Groups Egtablished to Implement HIPAA Changes. N/A

COMMENTS: N/A
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AGENCY: Office of Personnel Management

CONTACT:

Frank D. Titus

Office of Insurance Programs
Office of Personnd Management
1900 E Street, N.W. Room 3400
Washington, D.C. 20415

Phone: (202) 606-0770
Fax:  (202) 606-2922
E-mal: fdtitus@opm.gov

Ellen E. Tungdl

Office of Insurance Programs
Office of Personnd Management
1900 E Street, N.W., Room 3415
Washington, D.C. 20415

Phone: (202) 606-0745
Fax: (202) 606-0767
E-mal: eetunsta@opm.gov

Nancy H. Kichak

Office of Actuaries

Office of Personnd Management
1900 E Street, N.W., Room 4307
Washington, D.C. 204 15

Phone: (202) 606-0722
Fax:  (202) 606-2922
E-mal:  nhkichak@opm.gov

DATA-RELATED  PROGRAMS:

The Office of Personnd Management (OPM) is responsble for adminisering the Federd
Employees Hedth Bendfits Program (FEHBP) which covers gpproximady 9 million Federd
employees, retirees, and family members. OPM has more than 350 carriers under contract
sarvicing the FEHBP. The demand for current and accurate hedthcare data is congtant. In
addition to contract adminidtrative data, OPM is frequently requested to participate in mgor
employer survey initiatives such as the annua Medicd Expenditures Pand Survey (MEPS) and
numerous other nationwide employer/hedth insurance dudies.
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STANDARDS EMPLQYED:
None mentioned.

PURPOSE OF STANDARDS:
N/A

SUBJECTAREAS COVERED:
N/A

STANDARDS ACTIVITIES:
None mentioned.

DA TA DICTIONARIES: NIA

PUBLICATIONS AND OTHER DISSEMINATION:
None mentioned.

PARTICIPATION IN ANSI-ACCREDITED AND OTHER STANDARDS DEVELOPMENT
ORGANIZATIONS: N/A

HEALTH INSURANCE PORTABILITYAND ACCOUNTABILITYACT (HIPAA 1996)
RELATED ACTIVITIES:

+ Key Personne Assigned to HIPAA Implementation: N/A
+ Reviews of HIPAA Related Transaction Standards Needs and Efforts: N/A
o Plans or Planning Groups Established to Implement HIPAA Changes: N/A

COMMENTS: N/A
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AGENCY: Social Security Administration

CONTACT:

Mr. Derek Wang

Executive Assdant

Sodd Security  Adminidraion
6401 Security Blvd,, Alt 250
Bdtimore MD 21235

Phone: ( 410) 965-2662

Fax:  (410) 965-4525
E-mal: derekwang@ssagov

DATA-RELATED  PROGRAMS:

Within the Sodd Security Adminidraion (SSA), office AOL6 has responghility for
coordingting and demondrating direct access to medicad records for agency personnd who
meke medicd deermindion for disability programs. The mgor initigive in this aea is a
patnership SSA is devdoping with the Depatment of Veeans Affars (VA). Efforts are
undeway to edablish a palicy and operationd framework which would permit State disshility
examiners online access to the automated patient records mantaned by VA medicd
examines. It is expected that this process will expedite the processng of veterans for SSA
dissbility benefits The disability examinas work in Siae determination services (DDS)
offices which make the medicd and vocaiond determinaions for SSA according to federd
regulations.

The main gods of the partnership between SSA and the VA ae to demondrate that the direct
access method is both legdly and technicaly feesble and will improve customer sarvice by
redudng dams processng time In addition, it is expected that the new system will reduce
adminidretive cogs for both the SSA and the VA.

The SSA’s Gengrd Counsd has found legd support for SSA to obtain the medicd records
from the VA medicd centers via the direct access goproach.  The generd counsds of both
organizations will begin to discuss the detals of the policy and operaiond procedures needed
to ensure compliance with the Privacy Act and other rdated requirements. Then, after
resolution of other technica issues pilot operaions will proceed.

Upon successful completion of the pilot demondrations the SSA will use this example as a
modd to encourage other medicd inditutions to dlow SSA the direct automated access needed
for more timdy and effident colection of medicd evidence usng dectronic technology.
STANDARDS EMPLOYED:

None specified.
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PURPOSE OF STANDARDS:
N/A.

SUBJECTAREAS COVERED:
N/A.

STANDARDS  ACTIVITIES:
None specified.

DATA DICTIONARIES:
None specified

PUBLICATIONS AND OTHER DISSEMINATION:
None specified.

PARTICIPATION INANSI-ACCREDITED AND OTHER STANDARDS DEVELOPMENT
ORGANIZATIONS: None specified.

HEALTH INSURANCE PORTABILITYAND ACCOUNTABILITYACT (HIPAA 1996)
RELATED ACTIVITIES: None specified.

« Key Personnd Assigned to HIPAA Implementation: N/A
+ Reviews of HIPAA Related Transaction Standards Needs and Efforts: N/A
o Plans or Planning Groups Egtablished to Implement HIPAA Changes: N/A

COMMENTS: N/A







